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BARRIERS TO HEALTH CARE 



WEDNESDAY, OCTOBER 9, 1985 

U.S. Senate, 
Committee on Labor and Human Resources, 

Washington, DC. 

The committee met, pursuant to notice, at 10 a.m., in room SD- 
430, Dirksen Senate Office Building, Senator Orrin Hatch, (chair- 
man) presiding. 

Present: Senators Hatch, Kennedy, and Grassley. 

OPENING STATEMENT OF SENATOR HATCH 

The Chairman. We are happy to call this hearing to order, and I 
apologize for being late. 

This hearing is being conducted to consider the issue of barriers 
to health care. 

Our focus today is on the chronically mentally ill. This being Na- 
tional Mental Health Awareness Week, it is only fitting that we 
take this opportunity to learn about the needs of the chronically 
mentally ill. These are the people who are probably least able to 
care for themselves. 

For too long, many of the chronically mentally ill were inappro- 
priately locked away in dismal institutions, forgotten, ignored, and 
mistreated. It has taken a long time for a more enlightened atti- 
tude to evolve within our national community. Today, we recognize 
that with appropriate care and support, many of our Nation's 
chronically ill can be active, and they can be contributing members 
of society. 

There is mounting hope that through research we will be able to 
improve treatment and eventually prevent chronic mental illness 
altogether. That would be a wonderful day. 

Historically, development of care for the chronically mentally ill 
has been dramatized by sharp contrasts. In the past two centuries, 
this kind of care has been provided primarily in large institutions. 
Yet our country has a long history of providing compassionate care 
at the local level. At the start of the 19th century, there was a 
movement to provide care for the chronically mentally ill in small 
centers organized around the family. At the turn of the century, 
the development of psychoanalysis led to the movement of provid- 
ing care in small centers associated with universities. And finally, 
in the 1960's, the advent of modern psychiatric medications 
brought about a movement to deinstitutionalize the chronically 
mentally ill and to care for them in community health centers. 



9 

ERLC 



b 



2 



With each of these movements, there initially followed some im- 
pressive cure rates. Yet in each case, time also brought with it 
overly centralized decisionmaking which retarded clinical progress. 

Finally, in 1981, Congress enacted the alcohol, drug abuse and 
mental health services block grant transferring outpatient services 
for the mentally ill to the States. This legislation, which I was 
pleased to sponsor,, and which I was pleased to have Senator Ken- 
nedy give his great expertise to, gave priority to treatment for the 
chronically mentally ill. In addition, the bill cut out much of the 
Federal regulatory barbed wire which prevented community 
mental health centers from effectively treating the chronically 
mentally ill. 

A GAO report in 1984 discovered, in fact, that States were be- 
coming more able to treat more patients with chronic mental ill- 
ness, further proving that States and localities are best able to de- 
termine their own needs. 

As illustration, I would just cite my ow.i home State of Utah, 
which is aggressively trying to provide support for the chronically 
mentally ill. With State, local, and Federal governments working 
together, Utah has been developing a statewide community mental 
health service delivery system available to 95 percent of those in 
need. The goal has been to provide appropriate care in the least re- 
strictive environment, combined with the support of the family. 
This has enabled my home State to provide compassionate care for 
the chronically mentally ill. 

Today, we will hear from the people who provide many of these 
services for the chronically mentally ill. We will also hear fro: in- 
dividuals with chronically mentally ill family members. Communi- 
ty efforts to help families have developed and been successful, and 
I am one of the many to become active advocates for the Communi- 
ty Support Program. This small program provides support to States 
to coordinate housing services, health treatment programs, voca- 
tional programs and other such services. In 1984, this committee 
unanimously supported statutory authority for this program. In ad- 
dition, its scope was expanded to include seriously disturbed chil- 
dren and chronically mentally ill elderly. 

Finally, the Federal Government does have a role to play in en- 
couraging State, local community and family efforts to help the 
chronically mentally ill. When I first came here, I have to admit I 
had some very stark opinions about how things should run, and I 
have had to change them. And I have to acknowledge that I have 
had a great deal of help from members of this committee, and in 
particular Senator Kennedy, who I think really has been a major 
leader in the field of health in this country for many years. 

The role of the Federal Government, I think, does center around 
the continued search for methods to prevent and cure mental ill- 
ness. Over the last 3 years, we have spent over one-half billion dol- 
lars for basic research on mental illness. From 1983 to 1985 there 
has been almost a 25 percent increase in this effort. 

I agree with Jennifer Jones-Simon's statement that "increased 
knowledge alone offers the real hope of a future free of much of 
the pain, suffering and the attendant human and dollar cost of 
mental illness." I strongly believe that continued research for 
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treatment and disease prevention provide the best long-term solu- 
tions. 

As noted earlier, this is Mental Illness Awareness Week. For the 
third consecutive year a resolution has been sponsored by our dis- 
tinguished colleague on the Labor and Human Resources Commit- 
tee, Senator Quayle, declaring the second week in October "Mental 
Illness Awareness Week." This commemoration focuses public at- 
tention on the incidence, causes and treatment of the mentally ill 
and on exciting advances in research. By designating this week, we 
can focus attention throughout our country on the need for further 
education and commitment. 

Activities on local and State levels are being held. In addition, 
here on Capitol Hill a symposium sponsored by the American Psy- 
chiatric Association will be held following this hearing, highlight- 
ing the most recent advances in mental illness treatment and re- 
search. 

Today s hearing may become a prelude to early legislative action 
to further help families with members suffering from mental ill- 
ness. 

I look forward to hearing the testimony of today's witnesses- 
Mrs. Norma Lagomarsino, the wife of Congressman Robert Lago- 
marsino; Dr. Shervert Frazier, the Director of the National Insti- 
tute of Mental Health; Mrs. Ginny Krumdieck. And I am also 
pleased to welcome our own Dr. Russell Williams from Utah, whom 
I have a tremendous regard for; Dr. John Talbott, Dr. Bhasker 
Dave, Dr. Leonard Stein, and Mr. Joseph Rogers. 

So, we have a very good set of panels here today, and I am look- 
ing forward to listening to all of you. 

I will now turn to Senator Kennedy. I am very grateful to have 
you here, Ted. 

Senator Kennedy. Thank you very much, Mr. Chairman. I want 
to express my appreciation to you for holding this hearing. I be- 
lieve that it is the first hearings we have held on 'his subject 
matter for a number of years, and I think it is a reflection of your 
own deep concern and commitment for the problems that we are 
facing in so many of our communities, in trying to think of some 
new approaches to deal with the challenges that we face. 

You have mentioned the association of this committee with the 
problems of mental health, as well as retardation and other health 
needs, that have been longstanding since the early part of the 
1960's when we passed the first community mental health legisla- 
tion and then again in 1980, when we passed important legislation 
dealing with the mental health issues. That was altered and 
changed after the 1980 elections, to the alcohol, drug abuse, and 
mental health block grants. 

It is entirely appropriate that we have an opportunity to revisit 
this subject matter, given the kinds of changes we have seen in the 
field. We ha*'e seen the institutionalized population drop from 
about half a million down to perhaps 125,000. We would like to 
think that those people who have been deinstitutionalized are out 
in the communities, and that there is a community-based system, 
but quite frankly, there is not. 
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I think all of us are increasingly conscious of the fact that there 
are increasing numbers of individuals, homeless people, who are in 
great need of care and attention. 

We have to try and review what the problems are and how we 
can best deal with them. 

I am mindful, Mr. Chairman, that we are spending a good deal of 
resources on these problems— over $8 billion in Federal, State and 
local funds. But I think it is quite appropriate that we evaluate 
whether we are spending that money effectively. It is my conclu- 
sion that we are not. It is not just the question of the current re- 
sources, but it is how we are going to allocate those resources in an 
effective way to try and do the job. 

Today, I think we are going to have impressive testimony about 
the importance of community-based systems. We will hear about 
some of the problems that we are facing in terms of the funding 
priorities and underfunding of community care and how resources 
can be allocated in a way which will address the important human 
needs that we face in this area. 

Finally, I just want to express appreciation because, Mr. Chair- 
man, in many respects these are the neediest people in our society, 
the most vulnerable people in our society, and I think we can have 
an important impact in terms of meeting some of their very signifi- 
cant needs, and I welcome the opportunity to work with you and 
other members of the committee in attempting to do so. 

I would like to ask that my complete statement be filed in the 
record. 

The Chairman. Without objection. 

[The prepared statement of Senator Kennedy and a summary of 
his legislation folio* :] 
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STATEMENT OF SENATOR EDWARD M. KENNEDY 
AT HEARING ON IMPROVING SERVICES TO THE 
CHRONICALLY MENTALLY ILL 
OCTOBER 9, 1985 

The last three decades have witnessed both great hope and cruel 
disappointment for the chronically mentally ill. Beginning in the early 
1950' s, the development of Psychotropic drugs produced a true revolution 
in the treatment of this population. For the first time, medicine could 
significantly improve the ability of the chronically mentally ill to 
function in so *ety and could reduce the pain, anguish, and delusions 
Produced by mental disease. 

With these new developments, there was widespread awareness that 
long-term confinement of the mentally ill in large institutions should be 
replaced by a system of community care. As President Kennedy stated in 
his 1963 State of the Union message, "The abandonment of the mentally ill 
to the grim mercy of custodial institutions too often inflicts on them a 
needless cruelty which this nation should not endure. M 

Advances in psychotropic medicine and other social cr anges did lead to 
a remarkable decline in the number o. patients contir»»d to mental 
hospitals. p etween 1955 and today, the number of patients resident in 
public mental hospitals declined from over half a million to 120,000. 

But, the removal of Patients from mental hospitals was not matched by 
the growth of the community-based system of care that President Kennedy 
envisioned. Instead, the deinstitutionalized mentally ill too often live 
in single room occupancy hotels or board and care homes. With no 
services, no treatment, no integration into the larger society, they are 
condemned to spend their days staring at the walls or wandering the 
streets. 

And the mentally ill who live in board and care homes or single room 
occuPancY hotels are not the most unfortunate members of this Population. 
On an average day in this great rountry of ours, there are between 125,000 
and 250,000 chronically mentally ill individuals without any home at all. 
It is a sad commentary on our sonety that one can wa^k a block from The 
White House and find confused, hallucinating, mentally ill People, talking 
to themselves, dressed in rags, and sleeping on grates even during tlie 
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bitterest winter days. 

And, if the experience of the chronically mentally ill we e not tragic 
enough, the experience cf their families is just as sad. T here can be few 
experiences as shattering for a parent as having to cope with the reality 
of a mentally ill son or daughte* ; to have to cope with that reality and 
to know that society is providing no meaningful assistance either to your 
child or to you must be almost more than a person can bear. 

The situation faced by our chronically mentally ill citizens would oe 
heartrending if it were unavoidable. But, the sad state of so many 
chronically mentally ill Americans is not unavoidable — it is disgraceful. 

We know how to care for the mentally ill in the community. We know 
how to assure that each mentally ill individual can live in h'lmane 
conditions. He know how to provide the rare and treatment that will allow 
each mentally ill indiv\dual to come closer to his or her potential. 

But, despite this knowledge, far too many states and communities have 
failed to provide the care for the chronically mentally ill that 
constitutes simr>le justice. And, the Federal government has failed to 
provide the leacsrship that is its responsibility. 

I recently introduced legislation that would assure the provision of 
the comprehensive system of community care that the chronically mentally 
ill need and deserve. Such a system of care has been shown to reduce 
hospitalization for mental illness as much as SOX and to bring great 
benefit to the victims of these crueJ diseases. 

I look forward to the comments today of our expert witnesses on this 
legislation, on the problems the chronically mentally ill face, and on the 
effective things that government, communities, and families can do to 
help. 

As we begin this hearing, I am reminded of a letter written by the 
great artist, Vincent Van Gogh shortly before his suicide at the age of 
37. te wrote, M 0h, if I could have worked without this cursed disease, 
what things I might have done." 

Let it not be said of us at future hearings that we unnecessarily 
deprived the mentally ill of the opportunities for self -development and 
happiness that all our citizens deserve or that we deprived our society of 
the contributions that another Van Gogh, similarly afflicted, might have 
made had his l"fe not been cut short. 
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SUMMARY OF KENNEDY LEGISLATION 
INITIATIVE FOR THE CHRONICALLY MENTALLY ILL 



The Kennedy initiative is designed to create an effective, 
community-based system of care for the chronically mentally ill. Well 
designed community -based systems of care have been shown to reduce 
hospitalization rates from chronic mental illness as much as 50 Percent as 
well as reducing the misery, isolation, and hopelessness associated with 
chronic mental illness. 

The key features of an effective community-based system of care 
include : 

— case management, so that someone is resonsible for seeing that each 
chronically mentally individual gets the r are and su«~pcrt services he 
needs; 

— a program of habilitation and rehabilitation, which would Provide 
services to the chronically mentally ill appropriate for their level of 
functioning and responsive to their individual needs. Needed activities 
can range from regular social contact to vocational training, supervised 
work, or assistance in obtaining and keeping competitive employment; 

— medical treatment, which would Provide treatment ranging in 
intensity from day hospitalization to a periodic appointment with a 
psychiatrist to check on and adjust medication; 

— assistance to families, who often provide the front-line care for 
the mentally ill in the community and have too often been left to cope 
with the severe strains of mental illness without any assistance from the 
society at large; and 

— housing services, ranging from halfway houses with staff in 
residence Providing continuous supervision to largely independent living. 

The legirlative changes the Kennedy in tiative would make to achieve 
the objective cf a comprehensive, commun* cy -based system of care for the 
chronically mentally ill include: 

ALQQtiQL.i.-QBU6_ABySE-AtiQ_dENlA^ 

— To qualify for AOAMHA block grant fund*;, a State must develop and 
implement a comprehensive mental health plan for the chronically mentally 
ill. The Plan must cover all ,iental nealth funding sources in the 
State — including Medicaid, State and local funds, ?nd Private insurance 
funds, not just the relatively small PHS funding. 

— The plan must provide for the establishment and implementation of an 
organized, communi ty-bas*rd system of care for the chronically mentally ill 
as defined by the Secretary of HHS in regulations. The plan must include 
Provision of case management services for all chronically mentally ill 
individuals receiving public funds. The plan must include a Progrom of 
outreach to the homeless mentally ill. Once the plan is accepted by the 
Secretary, progress toward achieving Plan goals and objectives is a 
condition for continued ADAMHA block grant funding. 
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— The plan must be developed with the assistance of a broad-based advisoi y 
board including advocates for the mentally ill as well as Public and 
Private agencies dealing with the mentally ill. 

— An additional $10 million is Provided in the first year after adoption 
of the legislation to assist States in developing t^eir comprehensive 
Plan. An additional $50 million per year is provided in subsequent years 
to assist in plan implementation. 

— A demonstration Program of Project grants to agencies developing and 
implementing methods of serving the homeless chronically mentally ill is 
established. 

tJEDICAID-CUAtfiES 

Under current law, Medicaid is not clearly aval lable- -except through a 
waiver Process that only a few States have applied for — to fund the social 
services, habil itative, and rehabilitative services the chronically 
mentally ill need in the community. By contrast, Medicaid support r s 
fully available for care in State mental institutions for chronically 
mentally ill individuals who are 20 or younger, or 65 or older. Medicaid 
is available without any age limic for chronically mentally ill 
individuals in skilled nursing facilities or intermediate care facilities, 
so long as those facilities are not institutions Primarily for the 
treatment of mentall illness. And, Medicaid is available without any 
Federal limits for care in the psychiatric ward of a general hospital. 
The institutional bias in current Medicaid rules has been an important 
factor in inhibiting State development of a true continuum of care for the 
chronically mentally ill. 

The initiative would make the following changes to improve Medicaid's 
contribution to the community care of the chronically mentally ill and to 
reduce the unnecessary institutionalization that Medicaid often pays for. 

— states would be required to provide case management services under 
Medicaid for the chronically mentally ill. 

— State' would be required to provide community and home-based care 
under Medicaid for Medicaid-eligible chronically mentally ill. Community 
and home-based care would include the essential elements of a service 
system for the chronically m**ntally ill, such as day treatment activities, 
habil l tiation , and rehabilitation services, staff and se r vice costs of 
supervised living arrangements, foster care, vocational and prevocational 
services, respite ^are, day care and day hospitalization, mental health 
clinic services, crisis intervention servicesk, and counseling and 
assistance for families of the chronically mentally ill. 

— To assure that services would be Provided cost-effectively, States 
would be allowed to waive normal Medicaid rules and arrange for the 
Provisio.. of care on a contractual capitated basis. 

— Thp Secretary of HHS would be required to provide technical 
assistancp to States in fulfilling these Medicaid Plan requirements. 
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— Skilled nursing facilities and intermediate care facilities treating 
chronically mentally ill patients would be required to provide appropriate 
services. Currently, States place Medicaid-el lgible chronically mentally 
ill patients in these facilities to get Medicaid reimbursement, but, 
because Medicaid will not reimburse care provided in an institution for 
the treatment of mental disease, appropriate staffing and services are not 
required. 

— The Secretary would be authorized to fund demonstrations in up to 
five States or regions within States of the delivery of services on a 
capitated basis with a single entry point. 

— Hospitals receiving Medicaid reimbursement would be required to have 
a written discharge planning arrangement to assure that any chronically 
mentally ill patients discharged after a spell of illness would have a 
program in place assuring receipt of case-management and appropriate 
community services. 

— A maintenance of effort requirement would be established to assure 
tha'„ States did not simply replace current State funded services in the 
community with Medic aid-funded services. 

Many chronic- 1/ mentally ill individuals are eligible for 
Supplemental Security Income because of their disability. SSI eligibility 
also usually asssures Medicaid eligibility. Some features of the current 
SSI program , however, need to be changed in order to provide appropriate 
service to the chronically mentally ill, who differ from other disabled 
populations in that their disability is often episodic. 

— Institutionalization for more than thirty days normally means the 
loss of SSI payments. In situations where the chronically mentally ill 
person relies on SSI income to maintain a residence, a short-term spell of 
illness cart thus mean that the patient will be homeless when he is 
discharged. This legislation would continue enough of the SSI income to 
maintain a residence when the period of institutionalization is expected 
to be for less than six months. 

— Delay in SSI eligibility can often be disastrous for a chronically 
mentally ill individual. This legislation would provide for presumptive 
SSI eligibility — including Medicaid eligibility — for chronically mentally 
individuals who are about to be discharged from an institution, who are at 
imminent risk or institutionalization, or who are homeless and willing to 
participate in a plan of care. 

— Persons resident in public institutions are not eligible for SSI 
under current rules. This limits State flexibility to establish half-way 
houses and other transitional living facilities. This proposal would 
allow SSI e* tgibillty in such facilities. 

•-Persons who exceed a certain levol of earnings, called the SGA 
test — are no longer eligible for SSI, no matter hou disabled they remain 
from the medical point of view. This is not an important problem from the 
income support standpoint, but, since Medicaid eligibility and SSI are 
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linked, a chronically Mentally ill individual who has been able to work 
may lose the very medical and support services that have made his working 
possible. This legislation would remove the disincentive to work inherent 
in this rule by allowing continuance of Medicaid coverage for three years 
after the SGA test is exceeded by a chronically mentally ill person. 

— Permanent liberalization of the SGA test. To remove a disincentive 
to enter the work force on the part of SSI eligible individuals, the SGA 
standard was liberalized in 1980 for a three year period. The 
liberalization was recently extended until 1987. This legislation would 
make the change permanent. 

One of tne major changes facing the chronically mentally ill and 
agencies serving them is ach .eviig decent housing, particularly housing 
that can be used for transitional living facilities. Changes made by this 
legislation to assist with che problem include: 

— Revise the Urban Housing Program to allow State mental health 
authorities or other private non-profit or public agencies designated by 
the State to claim vacan* HUD properties for use for transitional living. 
An authorization of $5 million the first year would be established and of 
$15 million in each of the two subsequent years. 

— Establish a set-aside of Section 202 subsidized housing as 
provided in HR 1 to make it easier to develop housing for the handicapped, 
: deluding the chronically mentally ill. 

— Establish a new program of housing vouchers tailored especially for 
the chronically mentally 11. Costs would be shared on a 50-50 basis 
between the State and Federal govern* ents. The authorization would be $5 
million in the first year, $15 million in the second year, and $25 million 
in the third year. 
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The Chairman. I want to thank you, Senator Kennedy. And 
again, I stress that I have long admired, and especially over these 
last number of years since I have been chairman of this committee, 
the work that Senator Kennedy has done in the area of health. 
And frankly, he has taught me a great deal, and I personally want 
to just express that publicly to him. We still have some differences 
with regard to how to do things, but on the other hand, I believe he 
has been a tremendous leader in this area, and he deserves a lot of 
credit for it. 

So thank you, Ted. I appreciate it. 

Now, I know that Senator Kennedy has to leave because of diplo- 
matic protocol to attend the joint session of Congress today. I know 
he wants to be here throughout this hearing, but he also knows our 
speaker today at the joint session from Singapore and would be 
remiss if he did not go. 

So his heart will be with us, as I think he lives up to his formal 
responsibilities to be there. 

Now I am pleased to welcome our witnesses on the first panel, 
but first I would like to share with you, however, a note from Jen- 
nifer Jones-Simon, who was to appear as our opening witness. 

She states, "Dear Mr. Chairman, Due to the circumstances of my 
husband's illness, I find at the last minute that I am unable to 
appear in person before your committee on October 9. I hope that 
the enclosed brief statement can be incorporated into the record of 
this important hearing 

"Thank you for this opportunity. 

"Sincerely, Jennifer Jones-Simon." 

So I would, without objection, place her testimony in the record, 
and I want to personally express and publicly express to Mrs. 
Simon our gratefulness for her willingness to testify, and I regret 
to learn of Mr. Simon's setback. I hope it is only temporary. 

[The prepared statement of Jennifer Jones-Simon follows:] 
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Mr. Chairman: 

My najne is Jennifer Jones Simon. For years I have been trying 
to learn all that I can about mental illness. I want to speak 
briefly to you today about something which perhaps the other 
witnesses may not. 

I have been exposed to a wide variety of systems for the care of 
the mentally ill, both here and abroad. I have become deeply 
convinced that these problems can be solved. That long term and 
expensive care is not inevitable, and that we are on the verge of 
being able to save wasted lives as well as cutting the staggering 
economic burden. 

What I have come to believe it will take to do this is a deep 
commitment to a sustained national investment in scientific 
research. For the first time in history scientists have developed 
the technologies by which significant answers ran be found. 

Until we have a more fundamental understanding of the brair. , we can 
not emerge from an era largely dedicated to treating symptoms to an 
era of prevention and cure. We need to pinpoint both genetic and 
environmental factors. Biochemical imbalances must be investigated. 
Until we get down to some understanding of mental processes at the 
molecular level ve will not have the capacity to adequately treat 
mental illness vith appropriate therapies. 

The knowledge is within reach. New technologies allow us to see 
the structure and the function of the brain. Scientists can begin 
to correlate specific behaviors with specific chemical changes. 
What is most encouraging is to see our young scientists ready and 
willing to commit their lives and their careers to studying such 
mysterious and tragic problems as schizophrenia and other devas- 
tating mental disorders. 

The dollars we put into research are invested , and 3hould pay for 
themselves many times over. 

Dr. Richard Wyatt, a respected Federal scientist, has calculated 
that between 1969 and 1985, the use of lithium in the treatment of 
manic-depressive illness resulted in savings of more than $6 billior 
dollars that otherwise would have been spent on clinical care and 
)ost through the effects of this illness. The ten-year savings is 
more than double the amount this country has put into mental health 
research from 1948 until today. 
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We as a Nation cannot afford not to invest in research on the 
na3or mental disorders. it has been estimated that if research 
now underway were to result, by 1998, ?n a 10 percent annual 
reduction in the direct and xndirect costs of schizophrenia, 
treatments and care costs over the subsequent decade would be 
reduced by $180 billion dollars. 

The needs of the severely mentally ill and their families are 
enormous and urgent, your resolve to respond to those neeas is 
commendable and I urge you to focus on eliminating obstacles to 
improved treatment and better care. Beyond that, my special plea 
today is chat we make the vitally important investments in research 
Increased knowledge alone offers the rea l hope of a future free of 
much of the pain, suffering and the attendant human and dollar cost 
of mental illness. 



Thank you. 




Jennifer Jones Simon 



The Chairman. I am very pleased to welcome Mrs. Norma Lago- 
marsino, the wife of Congressman Bob Lagomarsino. I want to 
thank you for sharing your personal experiences with the commit- 
tee. 

I would also like to welcome Dr Shervert Frazier, the Director of 
the National Institute of Mental Health. 

And finally, I would like to welcome Mrs. Ginny Krumdieck, the 
second vice president of the National Alliance for the Mentally 111. 

I would also like to announce that a very dear person to all of us 
is in the audience, Mrs. Domenici, Pete Domenici's wife. We are 
very grateful to have you here, and we appreciate the work that 
you do ^ d the concern that you have in this area. 

We will begin with you, Mrs Lagomarsino. Now, I have to limit 
each of you to 5 minutes because of the many activities of this 
whole day. In starting half an hour late, my time is even more lim- 
ited. So please do not be offended; we are going to put all state- 
ments in the record as though they were fully delivered. We appre- 
ciate that, and if you will tolerate me on that score, I would appre- 
ciate it. 

Thank you. 

Mrs. Lagomarsino. 

STATEMENT OF NORMA LAGOMARSINO, WIFE OF CONGRESSMAN 
ROBERT LAGOMARSINO, CALIFORNIA; DR. SHERVERT H. FRA- 
ZIER, DIRECTOR, NATIONAL INSTITUTE OF MENTAL HEALTH, 
DEPARTMENT OF HEALTH AND HUMAN SERVICES, ROCKVILLE, 
MD; GINNY KRUMDIECK, SECOND VICE PRESIDENT, THE NA- 
TIONAL ALLIANCE FOR THE MENTALLY ILL, EUGENE, OR 

Mrs. Lagomarsino. Good morning. Thank you for asking me to 
testify before your committee this morning. 

I have to confess that I am appearing here this morning with 
very mixed emotions. I am happy to report that my son, who has 
suffered from mental illness for 17 years, is doing well today. But I 
cannot ignore the anguish he has endured and we his family have 
shared during the long years of his illness, and I must emphasize— 
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it is an illness. If I had realized that in earlier years, I believe we 
could have gotten help for my son much sooner. 

Let me start by talking aboot how well my son is doing now. He 
is a student at a university, enjoying his studies and college life. 
He has a girlfriend and tells me he has never been happier. 

Naturally, this takes the heavy burden of constant worry off our 
family. It reduces the tension among the family relationships and 
enables us all to lead more normal lives. It also allows me to talk 
about our experiences and personal feelings in a way that I never 
thought possible in a public forum. 

I know families who confront the problem of mental illness some- 
times wonder how they will have the strength to persevere. But 
perhaps, by knowing of the experiences of our family and son, 
those families will be encouraged to continue to give comfort and 
support to one who is suffering from mental illness. 

As a mother, I make no attempt to hide my prejudices. My son 
was bright, well cooHinated, handsome, good natured, and was 
always well liked. We will probably never know exactly what 
brought on the illness he suffered from for so many years. It may 
have been the combination of puberty and drug experimentation 
plus the influences of the late sixties on his very sensitive personal- 
ity. It could have been genetics or a biological dysfunction of the 
brain, which recent research indicates. Bui whatever triggered his 
illness, it took 15 years to get him back to us. 

In the beginning, we did not realize his cries for help. His anger 
and frustration were expressed in violence toward property, but 
never with the intention of hurting anyone, except perhaps uim- 
self. I used to ask myself what I had done wrong to cause him to 
act the way he did. Did I spoil him? Wasn't I strict enough? Should 
I have followed the advice of some who suggested we force my son 
out of the house to be left on his own to straighten himself out? It 
was not until later that I learned my son was suffering from schizo- 
phrenia, and that illness was very, very real. 

We saw him through long years of trips to psychiatrists and ex- 
pensive private hospitals; the panic of attempted suicide, and the 
heartbreaking reality of seeing him go to jail. It was only then, 
after he attempted suicide and was sent to a State hospital that we 
realized this incarceration was the only way he could be forced to 
get the help he needed. The State hospital began his program of 
medication and some therapy. After a year or so, it was decided his 
recovery program should be expanded to include occasional home 
visits and weekly sessions with a private psychiatrist. This program 
gave our son the hope and encouragement he needed to begin 
living in the real world once again. 

Once our son left the State hospital, he went to a halfway house, 
From there, he went to a satellite apartment situation and now, to 
his own apartment. He is still obligated to attend programs at the 
halfway house and is still on probation, but he is only required to 
see his doctor once every 3 weeks. This system of checks and bal- 
ances reinforces my son s progress, giving him the feeling of inde- 
pendence and self-sufficiency so important to his well-being, and 
giving us the confidence that his illness is being carefully moni- 
tored. 
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I have come to know that with constant medication, therapy, 
family love and support, my son's mental illness is treatable. The 
reality is that my son does not enjoy taking the medication; there 
are side effects. And it is not a cure. However, he knows that it is 
necessary and that it allows him to lead a more normal, productive 
life. 

The experience with my son has led me to a number of conclu- 
sions and observations which I would like to share with you this 
morning. 

First, we must strive to treat mental illness as just that, an ill- 
ness that is treatable, just like diabetes and broken legs. All too 
often, the stigma of mental illness is so great that some seek to 
ignore it in the hope that it will go away. That is not the answer. 

Second, one of the great frustrations in trying to help my son 
was the realization that we had no way to force him to receive the 
help we knew he needed. It took an antisocial act, a criminal act, 
on his part before he could be forced to accept medical attention 
for his mental illness. 

Third, some mentally ill individuals receiving Federal assistance 
are not responsible enough to use those funds wisely. Perhaps the 
laws could be tightened so that a parent or guardian could admin- 
ister those funds, thereby ensuring that the patient receives the 
help he needs. 

Fourth, over 15 years ago, in an attempt to avoid having mental- 
ly ill patients permanently institutionalized, access to State facili- 
ties was reduced. The intention was to help these people in the 
community, but unfortunately, it has not worked. I believe that as 
a resalt, many of these mentally ill individuals have become home- 
less street people, or are being sent to jail for lack of a more appro- 
priate alternative. 

Fifth, organized support groups have been making significant 
contributions to increased understanding of mental illness and the 
role that community and family members must play. These support 
groups are making things happen. 

In conclusion, the long, difficult fight to help my son lead a 
normal, productive life is the same challenge all families face when 
there is a family member suffering from mental illness. There are 
no easy solutions, and turning away from the problem or burying 
your head in the sand will not solve it. Laws must be changed 
which will permit help to be given to someone before a criminal act 
is committed, or someone is hurt. But most importantly of all, I 
cannot stress too strongly the significance of community involve- 
ment and the crucial role the family itself must play in supporting 
and encouraging a family member s battle against mental illness. 

Taank you. 

The Chairman. I am so proud of you. I want you to know I love 
you and Bob, and we really appreciate having you here. I think 
your testimony is really crucial to this hearing. I just want you to 
know that. 

Senator Kennedy. I want to second that, as well. I think one of 
the most difficult things is talking about the health problems in 
one's family. These are always things you would like to keep pri- 
vate, and it is extremely difficult. I think you have to recognize 
that from your kind of comments, given particularly the fact that 
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those of us in the Congress both have access to professional help 
and assistance to get to the complexity in terms of the treatment 
for someone that you love, it really points up how challenging it is 
for people across the country. And I think that your circumstances, 
I am sure, are repeated by families all across the Nation. And obvi- 
ously, we have no magic wands, but at least we can try and take 
your own experience and see what we can learn from it and see if 
we cannot help to givp some paths to other families to deal with it. 

We thank you very much for your testimony. It was very good. 

The Chairman. We sure do. We are grateful to have you here. 

Mrs. Lagomarsino. Thank you. 

The Chairman. Dr. Frazier, let's turn to you now. 

Dr. Frazier. Thank you, Mr. Chairman. It is a pleasure to be 
here, to have been invited. 

I am Dr. Shervert Frazier, Director of the National Institute of 
Mental Health [NIMH], and I appreciate the opportunity to discuss 
our concerns regarding the barriers to care for persons with chron- 
ic mental illness. 

As you all know, 1.7 to 2.4 million people in this country suffer 
severe, prolonged forms of mental illness. And about 125,000 to 
130,000 of these persons are long-term residents of public hospitals. 
Some 770,000 reside in nursing homes. Of those in the community, 
a majority live with their families and in other settings such as 
group homes, sheltered apartments, and independent living quar- 
ters. 

A sizable minority, however, cycle from institution to institution, 
from short-term hospitalization to temporary shelters to jails. Be- 
tween 25 to 50 percent of the homeless in America are believed to 
be mentally ill. 

We are particularly concerned with the increasing numbers of 
young adults who are suffering chronic mental problems. The con- 
cern with this highly mobile population is that they are unwilling 
to use the system as it now exists and seek care on a continuing 
basis. Thev have a tendency to be transient and move from place to 
place, and are heavily involved in substance abuse behavior. Be- 
cause of this, they tend to get involved in the legal system and the 
correctional system in addition to the mental health system. 

The chronic mentally ill persons have many needs— the same 
needs that every other human being has. Like the general popula- 
tion, they need housing, they need food, they need clothing, they 
need medical care, dental care, transportation, education, recrea- 
tion, and they need money. They also need the personal support 
system consisting of persons who care for them as individuals. 

Unlike others, they suffer from very profound and generally in- 
tractable disabilities, functional disabilities. They just do not carry 
over a function from one category of mental effort to another, from 
one learning capacity to another. Therefore, their capacity to work 
in regular employment is impaired. They have difficulties in the 
basic activities of daily living, and they experience the effects of ig- 
norance and fear of mental illness on the part of others. 

This population of the chronic mentally ill is a complex group, 
not easily defined. The condition reflects a combination of things, 
includiLg a diagnosis such as schizophrenia, manic depressive psy- 
chosis, recurrent affective disorder, or organic brain syndrome; the 
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level of social and psychological disability incurred as a result of 
the disease; and the duration of illness with chronic mental illness 
we are talking about the most serious kind of mental disorders. 

In the Federal initiative, we have tried to accomplish some 
things relative to the critical role of States and localities in caring 
for persons with chronic mental illness. We have done a good deal 
to enhance the effectiveness of the service delivery system to the 
patients' needs. 

Under the ADMS block grant, the dominant thrust in communi- 
ty mental health services has been toward expansion of che serv- 
ices targeted to chronic patients. These include partial hospitaliza- 
tion, case management, d?.y care, and residential program services. 

The Community Support Program strategies, which were encour- 
aged by the Federal demonstration programs begun in the late sev- 
enties, have been adopted by a majority of the States as a primary 
model for caring for the chronic mentally ill, the psychiatrically 
disabled person. Over the past 7 years, each Federal dollar which 
has been expended through community support programs has gen- 
erated on the State and local levels an additional $18 

The Chairman. Now, say that again. You are saying that for 
each Federal dollar we have been able to put into this, in bringing 
the State and local communities together and getting them to work 
on it, has brought eighteen additional dollars? 

Dr. Frazier. Additional $18 in State and local resources have 
been targeted on this chronic mentally ill population. 

The Chairman. I call that pretty good program. 

Dr. Frazier. I consider it progress, but we need to work on it 
more. 

We also realize and recognize that there are a lot of other enti- 
ties outside the mental health field and outside the Federal Gov- 
ernment which have to be involved in meeting the diverse needs of 
people with chronic mental illness. To that very end, the National 
Institute of Mental Health has actively sought collaboration with 
public sector, private sector, lay and professional groups, advocate 
groups, to address the various facets of this problem. 

We have been fortunate, to have seen the emeigence in recent 
years of a growing national network of mentally ill persons and 
their families who have brought to bear the interests of the com- 
munity and the families. They are actively assisting by looking at 
the levels of governance, the attention being paid to treatment 
services, and the needs of the chronic mentally ill population. 

There are some barriers which still remain. It is clear that bar- 
riers remain to the availability of and provision of comprehensive 
services. Economic considerations and, particularly, reimbursement 
biases against community-based care, are at the crux of the mental 
health systems ability to provide continuing and comprehensive 
care. One of the biggest issues we have, is the emphasis on the in- 
patient hospitalization of the mentally ill; 70 percent of the funds 
within the States go to inpatient services, while 70 percent of the 
episodes of illness are in the community. So we have this imbal- 
ance, this disparity, between State hospital inpatient funding and 
episodes of illness 

The Chairman. Do you agree with me that the community really 
is one of the best ways of helping people 
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Dr. Frazier. Yes, it is. It is very much more enlightened, it is 
more progressive, and it is very much more helpful. And Mrs. La- 
gomarsino's testimony demonstrated how that has worked in her 
son's case. 

The Chairman. Doctor, I do not want to cut you off, but your 5 
minutes are up. But what I want to tell you is that I have read 
your statement, and it is a terrific statement, and I really appreci- 
ate you testifying here today. 

Dr. Frazier. Thank you. 

[The prepared statement and responses of Dr. Frazier follow:] 
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Mr. Chairman: 

I am Dr. SherVert H. Frazier, Director of the National Institute 
of Mental Health (NIMH). I appreciate this opportunity to 
discuss our concerns regarding barriers to the care of persons 
with chror cental illness. 

The needs of people suffering severe and prolonged mental illness 
constitute a serious public health problem confronting this 
Nation . Over the past several decades , we have improved 
significantly our therapeutic and service systems capacities tor 
responding to this population. During the same period, however, 
we have become increasingly aware of the intractability of 
certain obstacles to the provision of appropriate care. 

In this statement I will: 1) describe the di"erse population who 
comprise the "chronically mentally ill"; 2) describe NIMH 
activities targeted to this population; including, 1 ) our efforts 
to engage a variety of public and private sector entities in 
collaborative activities; 4) cite existing barriers to care; and, 
5) comment on the critical role of research as the most promising 
means of fundamentally improving the quality of care and the 
quality of life experienced by severely mentally ill individuals. 

Let me preface my remarks with a comment on terminology. In this 
statement, I will employ terms such as "persistent," "prolonged," 
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and "long term," as well as "chronic," in describing the problem. 
In fact, there is increasing reluctance on the part of people in 
and cutside of the mental health professional community to 
describe either mental disorders or mentally ill patients as 
"chronic"; unfor*:unate connotations of the term suggest 
inevitable deterioration and do not encourage sustained 
therapeutic intervention. Such pessimism is not warranted. 
Still, because "chronic" is widely used and understood, I will 
continue to use the word. 

Chronically Mentally 111 Patients Today 

A 1979 Department of Health and Hunan Services study estimated 
1.7 to 2.4 million persons in this country suffer persistent, 
severe forms of mental illness. Approximately 900 r 000 of those 
chronically mentally ill people resided in institutional 
settings — 130 r 000 in State mental hospitals and 770,000 in 
nursing homes. Between 800,000 (severely disabled) and 1.5 
million (moderately to severely disabled) mentally ill 
individuals were estimated to be living in the community. 

These are individuals with heterogeneous needs. Like the general 
population, mentally disabled adults need food, clothing, 
housing, medical and dental care, transportation, education, 
recreation, and money. Like every other person, they need a 
personal support system, consisting of persons who care for them 
as individuals. Unlike others, they suffer profound, generally 
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intractable, functional disabilities. Then* capacity to work in 
regular employment is impaired. They nave difficulties with 
basic activities of daily living, and they experience the effects 
of ignorance and fear of mental illness and the mentally ill 
which remain widespread throughout this country. 

Recent attempts to define this population have utilized a 
three-dimensional concept based on diagnosis, level of 
disability, and duration. Although they are useful for analytic 
purposes, we need to be aware that even these indices do ,iot 
delimit precisely the population of individuals who suffer 
prolonged mental illness. "Chronicity" cannot be defined, for 
example, by diagnosis alone. While the psychotic 
disorders — schizophrenia and recurrent, major affective 
illness — typically characterize this population, other mental 
diagnoses such as organic brain syndrome and disabling 
personality disorder are not uncommon; also, alcohol and drug 
abuse disorders may complicate the course of mental disorders or 
may themselves become chronically disabling conditions. 

"Disability" refers to the extent to which severe, prolonged 
disorder erodes an individual's capacity to function in many 
tasks of daily living. Disability may be evident in inadequacies 
in establishing interpersonal relationships, in meaningfully 
occupying one's own time, in coping with change or with stress, 
or in tending to personal health and hygiene needs. Objective 
measures of Such limitations, however, are not in widespread use. 
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Prior to the era of deinstitutionalization, when severely ill 
patients were likely candidates for extended inpatient care, the 
duration of illness, as measured by total days of hospitalization 
during a given period or number of past hospitalizations, was 
used to define chronicity. With increasing nunbers of 
individuals being treated in the community, however, and with the 
maturation in recent years of young adults who have reached an 
age of high rijk for the onset of serious mental disorders, but 
who often are unwilling to seek care within established mental 
health service delivery systems, duration is an increasingly 
difficult measure. 

Despite the difficulty of tracking a largely deinstitutionalized 
target population, precise data on the locations, circumstances, 
and needs of peop 1 e with chronic mental illness are essential to 
the design of more effective systems of care. In a moment, I 
will describe ongoing efforts by NIMH to enhance the quality of 
data; what follows reflect preliminary analyses and anecdotal 
reports of trends that have occurred in the -.v t fe'J years. 

Although the rapid rate of State hospital discharges evident in 
the 1970s has slowed, the trend continues. Today approximately 
126,000 patients are long-term residents of these institutions. 
Of the chronically mentally ill in the ccjununity, we -atimate 
that a majority live with their families, but we are aware that 
the proportion of severely ill patients who remain with or are 
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discharged to their families is declining, a trend that has 
serious implications for their needs for personal support 
networks. An indeterminate but substantial number of others live 
in a variety of settings, including residential treatment 
centers, group homes, sheltered apartments, and independently. 
In addition, a sizeable minority cycle between hospitals, 
homelessness , and jails due to inadequacies in the. State and 
local systems of services. 

Definitive national data regarding the number of chronically 
mentally ill people in this country who are homeless does not 
exist. In 1984, the Department of Housing and Urban Development 
estimated that 250,000 to 350,000 people were homeless on an 
average night in the winter of 1983-1984. Other sources suggest 
that the cumulative annual count may range from ; «-wo tc three 
time-* the daily count to as many as two million persons. Recent 
«»fti-imates by the Department of Health and Human Services* the 
Department of Housing and Urban Development, and the American 
Psychiatric Association suggest that 25 to 50 percent of all 
homeless people may have some form of mental illnass, or as many 
as 500,000 individuals. 

Represented among the homeless who are mentally ill are an 
increasing number of the new category of young, chronically 
mentally ill adults to whom I referred a moment ago. Like others 
of their age, they are extremely mobile. Cften distrustful of 
traditional care systems, they use them intermittently, if at 
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all. Because they differ from traditional chronic mental 
patients in several significant ways--for example, increased use 
of alcohol and drugs, a higher incidence of suicide attempts and 
completions, and a greater tendency toward violence — many of 
these young chronic patients become enmeshed in the criminal 
system and spend periods jf time in "jail. 

On any given day, an undetermined number of the chronically 
mentally ill can be found in the Nation's jails. The National 
Coalition for Jail Reform estimated the number to be more than 
one half million in the early 1980s? while this number is likely 
inflated as a result of the sampling and analytic procedures 
employed, it suggests the magnitude of the problem. 

NIMH Activities in Response to the CM I 

mental health policy and programs, the NIMH has strengthened its 
emphasis on chronic mental illness in service systems development 
and demonstration and in research. 

A QMS Block Grant 

In 1985, the mental health portion of the ADM Block Grant is 
$239.4 million, or almost 49 percent of the total grant. Except 
for the small percentege which may be used for administration, 
all the block grant funds are targeted for community-based mental 
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hea)th treatment and support services through community mental 
health centers. 

The Block Grant has had a beneficial effect on services available 
to chronically mentaxly ill persons for two reasons: typically, 
the same State agency responsible for providing care to the 
chronically mentally ill in State hospitals adninioters the Block 
Grant and has a higb degree of awareness of the needs of the 
population; also, the grant frees the State from the restriction* 
of prior categorical Federal funding and thus encourages 
programming these funds to State-determined needs. 

The effect of the Block Grant on the operations of community 
mental health centers during the period 1981 to 1983 recently was 
documented in a survey of 71 centers in 15 States. The study 
sample was constructed carefully to represent differences in 
Str te support for community based services, aeoaraDl.ic region, 
population, and organization of the State mental health authority. 
Methodologic tests showed that the sample adequately represented 
CMHCs nationwide ana, thus, that generalizations made on the 
basis of this study are valid. 

Overall, the investigators found that changes in service policies 
since 1981 have been aimed primarily at providing services for 
clients most in need, the chronically or severely mentally ill. 
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More than two-thirds of the centers reported changes in day 
treatment or partial hospitalization programs, 87 percent of 
these changes reflecting expansion necessary to accomodate an 
increase in *"he number and type of chronic patients bein^ served. 

In more than half of the centers, case management for chronic 
patients had increased. The study showed improved needs 
assessment, more interagency collaboration, greater cooperation 
among staff from different services, closer monitoring, more home 
visits and work with families, and better liaison with hospitals. 

In addition, about half of the centers reported changes in 
residential programs, and, of those reporting changes, more than 
69 percent indicated that programs had grown. This growth was 
evident in a variety of residential arrangements, including 
halfway houses, lodge programs, shared apartments, group homes, 
beds in private homes, and U.S. HousinQ and urban npvplnnmont- 
projects. 

Community Support Program 

The Community Support Program (CSP) is a services demonstration 
program focused directly and exclusively on the needs of adult 
psychiatric patients who suffer severe and persistent 
disabilities but for whom long-term skilled or semiskilled 
nursing care is inappropriate. 
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Between 1978 and 1985, Federal CSP expenditures have totalled 
$46.6 million dollars and grants have been awarded to 50 States, 
two territories, and the District of Columbia. Further, for 
every dollar of CSP grant funding received, States have generated 
more than $18 in other resources to benefit chronically mentally 
ill persons. And, in approximately half of the State*, new 
legislation has been passed to improve and expand services 
available to the target population. Wisconsin, for example, has 
mandated the provision of community support services; Missouri 
has passed a bill to provide a legislative base for developing 
and funding community services; and Ohio is in the process of 
altering its entire mental health system to a more community 
oriented basis* 

Also, NIMH has sponsored seven national and 31 regional 
conferences to promote information sharing among mental health 
and human services personnel as weii as patients ana u.e Al 
families. And, in collaboration with the National Institute of 
Handicapped Research, the NIMH supports two Research and Training 
Centers, situated at Boston University and the Albert Einstein 
Medical Center, to conduct research on the rehabilitation of 
chronically mentally ill patients and to train staff from around 
the country in psychosocial rehabilitation treatment methods. 
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Homeless Mentally 111 

People who are homeless and mentally ill are among the most 
vulnerable and disentranchised clients of the mental health and 
welfare systems. Hie functional characteristics common to 
chronic mental illness — an extreme vulnerability to stress, 
difficulty with the tasks of daily living, distrust of and 
difficulty in negotiating bureaucratic systems — tend to increase 
the susceptibility of mentally ill people to becoming homeless 
and, at the same time, make them less responsive to traditional 
strategies to acquire housing. 

Over the past two years NIMH has awarded nine grants to States to 
assess the size, characteristics and services needs of the 
homeless mentally ill population and to demonstrate novel 
approaches to service delivery. I referred earlier to the 

~ c cr ^zrzlzzz people v^i ^ ~ M <-»4. M Ilj ill. m. 

immediate research need is to define "homeless" in reference to 
deinstitutionalized and never-institutionalized chronically 
mentally ill people. Is the problem simply a matter of shelter 
and basic support needs? Or should the definition include an 
assessment of the quality of social supports and relationships? 
We need to attend carefully to the definition of "mental illness" 
in the context of homelessness. Too restrictive a definition 
will understate the problem: too loose a definition runs the risk 
of trivializing it. 



3:i 

ERIC 



^ v5-929 0 - 86 



30 



n 

Collaborative Activities 

Throughout this discussion, I have referred repeatedly to the 
diversity of needs experienced by chronically mentally ill 
patients. Clearly, the requirements of this population extend 
well beyond the capacities of the NIMH or the mental health 
field to respond. 

An encouraging development evident in recent years--and one that 
contrasts sharply with practices in the early years of 
deinstitutionalization — has been the increasing number of 
innovative and productive collaborations between and among NIMH, 
other Federal agencies, and many components of the mental health, 
health, and human services fields. I mentioned earlier our joint 
support with tha National Institute of Handicapped Research of 
two Rehabilitation Research and Training Centers in Mental Health. 
Other collaborative relationships include: 

o Work with the Social Security Administration to update 

standards fox use in determining disability due to mental 
impairments* the standards were updated early this year to 
reflect changed diagnostic practices in psychiatry, the 
chronic nature of some mental disorders, and new knowledge 
about the phenomenology of these disorders. 

o A new interagency agreement between NIMH and the 

Rehabilitation Services Administration to support jointly 
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two training programs for mental health and vocational 
rehabilitation professionals in the use of vocational 
rehabilitation training techniques with chronically mentally 
ill individuals. 

o A program developed in response to a request made by the 
U.S. Conference of Mayors in which NIMH will provide 
technical assistance in identifying the mental health needs 
of homeless people in eight cities; additional support for 
this project is being provided by the Otfice of the 
Secretary, Department of Health and Hunan Services. 

o A national conference, sponsored by NIMH and convened by the 
American Public Health Association, that brought 
representatives of 14 major mental health organizations 
together to discuss public policy regarding the homeless 
mentany in. 

o A joint effort between the NIMH and the National Restaurant 
Association to create employment opportunities in the food 
industries for persons disabled by chronic mental illness. 

Barriers to Care 

Despite the many accomplishments I have described, there persist 
substantial barriers to the availability and provision of 
comprehensive, appropriate services to all chronically mentally 
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ill individuals who require them. Over the past decade, 
widespread fiscal constraints have tended to overshadow gains 
that have been realized in the clinical status and quality of 
life of thousands of chronically mentally ill patients. The 
results of deinstitutionalization are being "demythologized, " 
revealing underlying processes of reinsti tutionalization and 
transinstitutionalization and a deterioration of the quality of 
care available to many patients. 

Economic considerations and, particularly, reimbursement biases 
against community-based care, are at the crux of the mental 
health system's compromised ability to provide continuing and 
comprehensive care to chronically ill patients in the community. 
We must develop an equitable system of financing m«ntal health 
care that encourages flexibility and the provision of appropriate 
services in appropriate settings. 

Apart from specific questions of reimbursement, it is evident 
that a massive shift from a hospital-based to a communi ty- based 
system of care necessitates a period of dual systems funding. At 
the present time, approximately 70 percent of State mental health 
budgets are devoted to State hospitals. Seventy percent of all 
episodes of mental health care, however, occur in community 
settings. Until we achieve needed modification! in the financing 
system to permit high-quality community care, we must maintain 
che quality of care in Sta' e mental hospitals. 
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In the era of post-deinstitutionalization, cn immense and complex 
mix of systems is involved in meeting the needs of chronically 
mentally ill individuals. Constant vigilance is required to 
ensure that modification in one component of a system is 
acceptable to another, or, if not, to make the adjustments needed 
to eliminate the new problem or to seek alternative strategies. 

While barriers to care resulting from imbalances within service 
systems are challenging, equally crucial obstacles are 
encountered in attitudes regarding chronic mental illness that 
are held by the public at large, as well as by many prof esrionals 
in the mental health field. We are fortunate that we have seen 
the emergence in recent years of a rapidly growing national 
network of mentally ill individuals, their familie T id other 
citizen advocates who are encouraging, supporting, <. u demanding 
that an appropriate level of attention be paid, at all levels of 
governance, to the needs of the chronically mentally ill. 

The Role of Research 

The primary programmatic responsibility of NIMH is the conduct 
and support of research directed to the understanding, treatment, 
and prevention of mental illness and the promotion of mental 
health. And it is through our commitment to this responsibility 
that I believe we ultimately will address the needs of people 
suffering chronic mental illness. 
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Research needs in the area of chronic mental illness are both 
general and specific; that is, basic studies of brain and 
behavior, of the epidemiology of mental disorders, and of 
cross-cutting clinical methods, which will contribute to an 
improved understanding of all forms of chronic disorders must be 
complemented by programs and projects which target discrete 
disorders . 

In Fiscal Year 1985, NIMH allocated $63 million fot basic studies 
of brain and behavior. The basic research portfolio encompasses 
investigations designed to elucidate brain functions that may be 
implicated in mental illnessj studies that provide fundamental 
information on how mental and emotional capacities develop and 
function throughout the lifespan in mental illness and in health? 
and research which links brain function to behavior. 

Traditional concepts of the brain are based on the position and 
arrangements of cells in tissue. More recently, however, 
research on the chemical distribution of neuromodulators and 
their circuitry in various brain regions are yielding a more 
sophisticated concept of the brain as a structure comprised of 
chemically identifiable groups of neurons that project into 
various parts of the brain. This new perspective has led to the 
identification of subregions of the brain that are chemically 
unique and, in turn, to reconsideration of the functional 
significance of some brain structures. 
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These approaches are well-illustrated in the work of Joseph Coyle 
of The Johns Hopkins University, in Baltimore, Maryland. In 
studies of the development and plasticity of the neocortex in rat 
brains, Coyle found that lesions in the basal nucleus of the 
brain caused reduced amounts of acetylcholine , a 
neurotransmitter, to reach certain cortical areas. Because the 
disruptions of acetylcholine neurotransmission resembled those 
reported in humans *ith Alzheimer's disease, Coyle examined the 
brains of patients who had died of the disease; he found severe 
and selective degeneration of acetylchol ine-using neurons in the 
basal forebrain. The finding provided the first example of a 
t ransmitter-specif ic neuronal lesion that may account for a 
major, chronic disorder of cognitive function, Tha work that led 
to the finding demonstrates clearly how basic studies aimed at 
understanding fundamental brain function in the rat resulted in a 
neuroanatomical discovery of fundamental inportance to clinical 
psychiatry . 

As these efforts are underway, the NIMH is sharpening its focus 
on the immediate research needs of specific disorders. Toward 
this end, the Institute, with consultation from the field, has 
restructured its major clinical research support program so as to 
focus programs on the discrete needs of major diagnostic 
categories and special populations. 

I referred earlier to the three diagnostic categories that most 
typically account for chronic mental illness: schizophrenia, 
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affective disorders/ and organic brain syndrome, particularly, 
senile dementia of the Alzheimer's type. As recently as two 
decades ago, a diagnosis of schizophrenia or senile dementia 
nearly inevitably implied need for longterm institutionalization. 
For the majority of patients, course of illness would be marked 
by progressive deterioration in core clinical symptoms, 
compounded by crippling diminishment of psychosocial coping 
capacities; the prognosis for patients experiencing these 
accumulated deficits was bleak. In sharp contrast, major 
affective disorder tended not be be perceived as a chronic mental 
illness. Rather, depression was viewed either as an isolated, 
situational response to excessive psychological or environmental 
stress or as a manifestation of characterologic weakness. 

Recent research has influenced these perceptions profoundly. 
Refinements in pharmacotherapy, the development of psychosocial 
management tecnniques, ana trie proineration or community-Das eel 
mental health services have dispelled much of the therapeutic 
nihilism formerly associated with schizophrenia, and have 
permitted many patients with this diagnosis to retain and even 
regain functional capacities that formerly would have been lost. 
With respect to the dementias, advances in diagnostic practice 
have enhanced substantially clinicians* capacities to recognize 
true dementia with a high degree of sensitivity and to 
differentiate and treat disorders such as depression, which might 
confound or camouflage the brain syndroms; additionally, progress 
in elucidating the biochemical substrates of senile dementia has 
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suggested strategies for modifying the core symptoms of 
Alzheimer's disease pharmacologically. Perhaps the most striking 
accomplishments are seen emanating from research on affective 
disorders: these today are acknowledged to be serious chronic 
disorders with a strong genetic component. Of greater 
significance/ they are recognized also to be highly amenable to a 
wide range of therapies, including interventions designed to 
prevent recurrences of acute episodes of the illness. 

In Fiscal Year 1985, NIMH allocated $18.4 million for funding 
projects on the schizophrenic disorders. Examples of ongoing 
projects include an investigation by Marion DeMyer, at Indiana 
University, in which the investigator is using Magnetic Resonance 
Imaging to study the brains of schizophrenic patients and normal 
controls. She is farther subdividing the schizophrenic patients 
into those with and without obvious neurological pathology. The 
study will also compare these images to computerized tomography 
scans. The goal of the work is to improve the characterization 
of both physiological and structural brain abnormalities in 
schizophrenia . 

At The Johns Hopkins University, Michael Kuhar i s studying the 
localization of antipychotic drugs in normal and schizophrenic 
subjects. By using positron emission tomographic imaging 
techniques, he able to determien areas of the brain where the 
drug accumulates and to quantify the amount of drug bound to 
dopamine receptors. This work holds the promise of l3ading 
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toward development of more specifically acting antipsychotic 
drugs. Further, characterizing changes in dopamine receptor 
numbers in schizophrenia may be important in understanding the 
complex etiology of the illness. 

Also, NIMH investigators, in collaboration with research teams at 
five sites, have begun a major study of treatment strategies in 
schizophrenia, to assess the value of both drug and psychosocial 
therapies. The study is an attempt to find reduced dosage 
strategies that that may decrease the risk of tardive dyskinesia . 
Because reduction of dosac; increases the risk of relapse, the 
study will test the usefulness of a psychosocial management 
strategy, bcth to offset the increased risk of the relapse and to 
enhance social functioning. 

A variety of efforts are underway to identify clinical and/or 
biological markers that could meaningfully and consistently 
separate schizophrenic patients from those with other psychoses. 
An ability to subtype schizophrenia might facilitate prediction 
of the course of the disease, treatment response, familial risk, 
and so forth. A research initiative on this topic--often called 
heterogeneity of schizophrenia — is now being developed by NIMH 



While efforts of comparable scope and complexity are being 
supported in other areas of chronic mental disorder, the current 
state of knowledge about a given disorder or problem may dictate 
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different emphases, with respect to the affective disorders, for 
example, an array cf treatment strategies of proven effectiveness 
and safety currently exist; more immediate needs are for research 
on the etiology of the disorders, better understanding of the 
dynamics of suicide, more effective means of preventing 
recurrence of episodes, and improved understanding of the ways in 
which these disorders are recognized and treated by general 
health care personnel and mental health specialists. Last year, 
NIMH, in collaboration with the Office of Medical Applications of 
Research, NIH, sponsored a Consensus Development Conference on 
the "Pharmacologic Prevention of Recurrences of Mood Disorders," 
and disseminated the proceedings of this conference to the field. 

In contrast to the ^rtive disorders, Alzheimer's disease will 
benefit substantially from an expanded, fundamental understanding 
of basic brain processes. While this work continues, clinical 
emphases currently are directed toward improved management of the 
illness, and particularly, research designed to enhance the 
helping and coping capacities of family membeis. 

Efforts to refine mechanisms and programs of service delivery to 
chronically mentally ill individuals have shown repeatedly in 
recent years that, for some patients, the availability of 
adequate community support resources does not in itself ensure 
that appropriate treatment will — or even can — be provided. Tfte 
disease interferes. This is a clinical reality and service needs 
will continue to mount, as will the human coats of mental 
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illness, until our research efforts allow us to prevent and 
better treat and rehabilitate those persons with severe mental 
illness. At the same time, however, epidemiological research and 
studies of the overall mental health service delivery system 
represent urgent and essential elements of efforts targeted to 
the chronically mentally ill. Toward those needs, NIMH allocated 
more than $13 million in Fiscal Year 1985 for epidemiological and 
service systems research. 

Concj usion 

For this Nation to respond to the needs of its citizens who 
suffer chronic mental illness will require the participation of 
many sectors of society and the collaboration of numerous 
components of Federal, State, and local government. In this 
national effort, the primary and essential role of the National 
Institute of Mental Health is the conduct and support of research. 
We intend to utilize our resources wisely, to continue to 
emphasize areas of research where the need is greatest, and to 
ensure that as new information is obtained, it is communicated to 
health and mental health care providers, policymakers, and 
families of the chronically mentally ill. 

Thank you. 
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RESPONSES BY DR. FRAZIER TO QUESTIONS 'SUBMITTED Bi' SENATOR KENNEDY 



1. Dr. Frssier, you heve heerd the eloquent testimony of the other 
members of the psnel here todey. Would you agree thst in fsr too 
■any plsces in the country th'.re it no effective system of 
community care in place? And don't the chronicelly Mentally ill 
end our society pay a heevy price for that omission in terms of 
unnecessary pain and suffering and watte of our human resources? 



I would agree that there are areas where there are ineffective 
•ye teas of care for people who suffer fro* chronic mental illness. 
Many States have made this population a number one priority and 
have promoted the development of local community support programs, 
including psychosocial rehabilitation, emergency care, and case 
mansgement. k difficult task that needs continued emphasis by 
WIHH, working with States and communities, is the development of 
entities at the local level who will tske leadership responsibility 
for coordinating comprehensive systems of care for this population. 

These entities would assure thst persons with long-term mental ill- 
ness would not "fall through the cracks" and end up unnecessarily 
rehospitslised, placed in the criminal justice system for a minor 
infrsction, or become home lest. 



2. Is the problem primarily lack of resources or failure to use existing 
resources effectively, particularly in terms of putting too much into 
institutional care and not emugh into a truly comprehensive system of 
community care 7 



Answer : There is a need for more resources and a need to better utilize 
existing resuurces. A study conducted by the National Association for 
State Mental Health Program Directors for NIMH shows that in 1983 about 
70* of all State funds for public mental health care goes to institutions 
rather than to community programs. This is despite the fact that over 70* 
of all patient care episodes take place in the community. Most States 
need betier state-wide systems planning in order to generate new resources 
and better allocate existing resources. 
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The last reauthorization of the AOAMHA block grant Increased funding for 
the Community Support Program and established a new system of State 
planning grants. Would you say those were important first steps in 
dealing with this problem? 



Answer: The 1984 amendments established a $20 million authorization for 
service demonstrations related to the chronically mentally ill, seriously 
emotionally disturbed children, and the elderly. $10. b million was 
appropriated In FY 1985 under this authority; this Is about the same level 
as appropriated under the research authority In FY 1984. The new State 
Comprehensive Mental Health Planning Grants provide States with additional 
resources to help them plan for the coordinated use of various sources of 
funds— Medicaid, Medicare, vocational rehabilitation, housing, social 
services—along with State funds and private third-party funds— to better 
meet the needs of the mentally 111. Improvements In State planning across 
the various human service programs that should be serving the long-term 
mentally ill Is an Important first step. 



The Nationa Plan for the Chronically Mentally 111 estimated that in 1983 
approximately 45 percent of total expenditures on this popul at1on-$3.9 
out of $8.7 billion-was provided by the Federal gove. nment. Is this a 
good ballpark estimate of the relative weight of State and Federal 
funding? Doesn't this suggest an important Federal responsibility to see 
that we use those funds wisely through an effective community service 
system? 



Answer: Our staff recently estimated that of the $10.6 billion estimated 
total expenditures on services for the chronical ly mental ly ill In FY 1983 
approximately $4.9 billion or 45X of the total was provided by the Federal 
government. Therefore, your figure 1s a good ballpark estimate of the 
relative we ght of Federal funding versus other funding. I believe that 
this Federal investment does suggest an Important Federal responsibility 
to see that funds are used wisely through effective community service 
systems. NIMH has been carrying out Its responsibility 1n this area 
through a variety if programs including service systems research, service 
demonstrations, State Comprehensive Mental Health Planning qrants, and a 
variety of technical assistance and consultation activities for State and 
community agencies. 
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5. Evaluation* of the Coaaunity Support Prograa have ahovn that 

hoapital Uat ion ratea caa be reduced by aa auch aa 50 percent. Do 
700 think that would be a reaaonable projection of the national 
experience if we had good coaaunity care ayeteaa in place 
everywhere? 



A national CSP evaluation project etudied 4,288 clieote in 15 local 
CSS prograae. Although thia wee ehown to be a highly dieebled group 
with e aedien yeerly incoae of only 33,900, the etudy deaonetreted a 
50 percent reduction 10 hoepitel uee end concluded thet the 
individual* vera living et aoderetely good levele of edjuctaent in 
the coaaunity. 

In addition, other etudiee deaonetrete the ef fectiveneee of 
appropriate coaaunity-baaed aervicee. 

A atudy in Minneaote reported e 30 percent decreaae in hoapitel daye 
uaed when an aree with e CSS wee coapered to an eree without one. 

A local prograa in Florida reported e 90 percent reduction in the 
nuaber of hoapital Uye uaed over e 2-year period aubaequent to 
iapleaenting coapreheneive CSS eervicee. The Stete of Florida, in a 
1983 evaluation atudy, ahowed e 40.2 percent decreeee in hoapital i- 
setion in control count iee with CS8e ae coapered to 6.1 percent in 
countiaa without CSS prograae. 

An enelyeie of the Treining in Coaaunity Living (TLC) prograa in 
Madia era, Viaconain, coapered individoale involved in the TLC progrea 
with thoee reaaining in the hoepitel. Hot only wee hoapitalitat ion 
virtually aliainated for the people in the TLC, but theee people 
exhibited eignif icently leee eyaptoaatology , acored higher on 
aeeeuree of eetiefection with life, epent leee tiae uneaployed, end 
hed aore poeitive aocial reletionehipe. 

Baaed on dete froa theee end other reeeerch end eveluetion etudiee, 
it le cleer thet involveaent in coaaunity eupport prograas and 
ayetea* eignif icently reducee rehoepiteliset ion and reeulte ±n 
iaproveaente in the ability of long-tera aentelly ill cliente to 

function. 
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6. Q. In a recent speech on the homeless, you noted a shortage 
of appropriately trained and motivated professionals. It 
would seem that there is an urgent need to identify, 
document and disseminate successful program models for the 
chronically mentally ill, including the homeless, what 
contribution could NIMH make to these problems? What changes 
do you need to make the maximum contribution? 



o NIMH will continue to work with State mental health 
authorities to identify and disseminate information about 
existing model programs and promising approaches within their 
States to provide care, treatment, and rehabilitation for 
the chronically mentally ill living in the community, 

o Additionally, through its national Learning Community 
Conferences, information on model programs has also been 
shared between States, 

o However, it has become apparent that certain segments 
of the chronically mentally ill population are still not 

adequately served specifically, the homeless mentally 

ill, seriously disturbed children and adolescents, and the 
elderly. More work is needed to develop innovative 
demonstrations that specifically address the needs of these 
special populations in local communities, 

o NIMH has awarded a contract to the U.S. Conference of 
Mayors to provide technical assistance to eight cities which 
are significantly impacted by the problem of large numbers 
of persons who are homeless and seriously mentally ill. 
Regional meetings will be held in five different areas of 
the country to exchange information between these cities 
and others on successful approaches to serving this 
vulnerable and disabled population. 
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7. Q» Do you agree that aggr«6sive outreach programs by Federal 
agencies — particularly SSA-- and state and local mental health 
authorities could make a major contribution to improving care for 
the homeless chronically mentally ill, one of the most tragic of 
these populations? 



o Outreach programs are essential for assisting many chronic- 
ally mentally ill persons who would not ordinarily seek out help 
on their own. Among the homeless , the mentally disabled are 
probably least able to know where to find agencies, programs, and 
resources and most vulnerable to the pressures cheated by too 
many questions, too many forms, and long waits. Because of this, 
chronically mentally ill persons may never reach the doors of 
shelter, food, aid service programs. 

o Over the past year, the Social Security Administration has 
issued a guidance to its 1300 local field offices, encouraging 
greater outreach to the homeless. Under these procedures, SSA 
responds to requests to take claims and conduct interviews at 

facilities that provide services to the homeless shelters, 

churches, and so forth. Preliminary feedback indicates the 
usefulness of this approach. 

o However , outreach must extend beyond Federal agencies alone. 
Most importantly, local housing and human service providers need 
to find effective ways to reach out and serve the homeless 
mentally ill. Several innovative outreach/case management models 
in New York (e.g. Project Reachout, Project Help, and the Midtown 
Outreach Project) are excellent examples of this approach. 
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8. Both Medicare and Medicaid currently have a biaa toward inpatient 
care. Would you agree that coverage of coaaunity-baaed aervicea by 
theae program* could have a major poaitive impact on thia population 
and would be a more effective uae of acarce reaourcea? 



Medicare and Medicaid are health inaurance programa that Are biaaad 
toward inpatient care becauae (1) inpatient care ia primarily 
medical in nature and (2) moat "treatment" for long-term mental 
illneei haa traditionally occurred in a hoapital. During the laat 
decade, we hava Men a major change in tha locua of care for people 
with long-term mental illneaa from the hoapital to the community. 
Thia care conaiata of treatment, primarily with paychotropic 
medicationa, and paychoaocial rehabilitation. A positive impact on 
thia population might be gained by incraaaad coverage for both 
community treatment, with an amphaaia on caae management, and 
psychosocial rehabilitation from one funding aource. 

Thia would alao provide treatment of paraona in tha community and 
prevent unneceaaary hoapitalisation. 



The Chairman. Mrs. Krumdieck, let's turn to you at this time 
and finish with your statement. This has been a great panel so far. 

Mrs. Krumdieck. Good morning. I am Ginny Krumdieck, and I 
am from Eugene, OR. My husband and I have five children, one of 
whom, Steve, is afflicted with schizophrenia. He was diagnosed 12 
years ago with this very, very severe illness. 

It is such a thrill for me to be here, believe me. Twelve years ago 
when our son was diagnosed and for the first couple of years fol- 
lowing that time, I felt as though I was not going to survive. And 
then, to find myself with the opportunity to come to Washington 
and to be able to share with Senator Hatch and others the prob- 
lems that we as families and the mentally ill have gives the kind of 
hope that I cannot even begin to tell you. 

When other families with whom I am aligned in a femily support 
group in Eugene found that I had been invited to come here, you 
could not believe the excitement that they all felt. I want you to 
really know that because, again, it gives that feeling of hope that a 
lot of the time you simply do not have. 

Another great thing that gives one hope is the National Alliance 
for the Mentally 111. Five years ago, in Madison, WI. we had the 
organizational meeting for this organization, and in 5 short years 
we now have 30,000 families across the country affiliated with the 
National Alliance for the Mentally 111. We have 500 affiliates in all 
50 States. None of us need find ourselves isolated and alone as each 
one of us was in our own individual ways, in our own individual 
corners of this country, when our sons and daughters and other 
members of our families were diagnosed with schizopnrenia or the 
other serious mental illnesses. 

I am hoping so much that all of you will have an opportunity to 
read the written testimony that I sent in. Also included along with 
that is a brochure — and I brought a few with me today, if anyone is 
interested in having one. It is called Mental Illness is Everybody's 
Business. I attached that with my statement, because it again 
speaks specifically to what schizophrenia is, what manic depression 
is, depression, et cetera. 




BEST COPY AVAILABLE 



50 



47 



One of the subjects in my written testimony has to do with the 
fact that families are "coming out of the closet" all over this coun- 
try. I know "coming out of the closet" can be kind of a trite phrase, 
but it seems to fit. Back when our son was diagnosed with schizo- 
phrenia, I went to our local mental health clinic in our county, and 
I asked for help in starting a family support group. My request 
went through all the channels, ended up on the director's desk, and 
his answer back to me was, "Well, maybe, but we are going to have 
to open a case on all of you families." 

In other words, families were — and regrettably, still are, in many 
quarters— looked at as the causative factor. And you might imag- 
ine what this does for a family; to have a son or daughter diag- 
nosed with a mental illness, and on top of that, have somebody tell 
you either blatantly or subtly that somehow or another you are the 
cause is enough to kill you. 

So again, I want to thank you so much for allowing me to come 
and share with you. 

The gentleman whom I talked with over the phone and thereby 
received an invitation to come, asked I tell you about the apart- 
ment complex we have in Eugene, so I will just take a couple of 
minutes to do that. 

In our community, housing, as it is all across the country, is a 
No. 1 priority, but it just sat there as the No. 1 priority for 5 or 6 
years in the overall plan that our county had for services to the 
mentally ill — and nothing was happening. Each year, it just came 
up on top of the list. 

In 1979, after we families had become organized in our communi- 
ty and I was serving as chairperson, I, along with some of the ether 
members of our group, convened what we called a housing dream 
workshop. We got families and mental health professionals togeth- 
er, and we met all one Sunday, from early morning until late after- 
noon. I recommend it to anyone who is trying to solve the housing 
problem. The first thing we told each other that morning was to 
throw out all of the negative "can't dos." We had heard that all 
the time. 

By the end of that day, we had the design for the apartments 
that we now have, and we had developed a philosophy of services. 
We have a 35 one-bedroom apartment complex in Eugene which 
serves adult mentally ill. It was put together with an extremely 
unique, cooperative effort, using public and private funds. 

My husband is a builder-developer, so some private funds came 
from there. In Oregon, we have what is called the Oregon State 
Housing Division, which works something like a bank. It provides 
mortgage moneys for residential facilities for the elderly, low- 
income families, and for the handicapped. 

Prior to us accessing funds from tne Oregon State Housing Divi- 
sion in Oregon, they had never disbursed any funds for the mental- 
ly ill. Believe me, we had to do an awful lot of education for them 
to even look at our population as one for whom they would provide 
moneys to build the place we have. 

The ct^cr p»rt of the cooperative effort was the State Men ted 
Health Division. It provides the funds to pay the staff who work 
there giving the kind of support that our people need. And then we 
have one really key component that is no longer available, and is 
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one of the reasons why I spoke throughout my written testimony 
about how I believe that the Federal Government also needs to be 
involved along with communities and States. The key component 
we have is section 8 rental subsidy for our apartment complex, 
which means that people can live there, receive support services 
and pay no more than 30 percent of what they have coming in. 
That was another important ingredient in being able to put this to- 
gether. 

The Chairman. Well, thank you. I think you have been very, 
very helpful. 

[The prepared statement of Mrs. Krumdieck and response to 
questions submitted by Senators Hatch and Kennedy follow:] 
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The National All iance me Mentally III 

1901 NkxtnFortNtyerDrtve • SuH^SOO • Arlington, Virginia 22209 • (703)524-7600 



October 9, 1985 

Dear Members of the Senate Labor and Human Resources Committee: 
Dedication I dedicate this testimony to the indomitable spirit 
of families of the severely mentally ill, many of whom I'm 
fortunate to know, all across this country. I am proud to be a 
member of the large "family" of families everywhere who have 
decided not to let mental illness destroy their lives and spirits 
and are out there every day doing something to improve the lives 
of those who suffer from mental illness. 



Personal Introduction I am Ginny Krumdieck and I live in Eugene, 
Oregon. My husband and I have five grown children, one of whom, 
Steve, is afflicted with schizophrenia. Steve, age 32, was 
diagnosed with this most serious mental illness twelve years ago. 
At that time, our whole tamily life was turned upside down. The 
only way for me to survive when tragedy strikes is to do something 
to make as much good happen out of it ?*s possible. This, I have 
found, is also a driving force for the families I have met 
throughout our nation. Individually and collectively heroic 
efforts are being made in a climate of often overwhelming odds. 

Since I have been the family member invited to give testimony, I 
will further introduce myself to you by way of sharing some of 
the activities I have been involved in. But please know that a 
whole array of actions is taking place in all corners of our 
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country, and that I am just one of many family members dedicated 
to improving the lives both of the mentally ill and their fami- 
lies. 

Twelve years ago when our son was diagnosed, there were no 
avenues for support o- education for families of the mentally ill 
in our community. Families were looked at as the causative 
factor of the illness — a travesty still all too often perpetrated 
on families — and a very painful message given to me when I went 
to our local mental health clinic for assistance in organizing a 
family group. As desperate as our family's needs were, I somehow 
had the wherewithal to turn down the "Well, maybe, but we'll have 
to open a case cn each family." Clearly, we had to rely on our 
own resources. Finally, in 1978 our family group in Eugene was 
founded by myself and another mother. It has grown to include 
over a hundred families. 

I was hired for a nine-month period in 1981 to provide technical 
assistance in the formation of family groups. In this capacity I 
also wrote A Grower's Guide : How to start a Family Support Group . 
The Oregon Advocacy Project was the forerunner of our state 
organization, Oregon Alliance for the Mentally 111, an affiliate 
of the National Alliance for the Mentally 111. 
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As with many families, I serve on a number of mental he. .h 
county and state agency boards. As a member of the Oregon state 
Mental Health Advisory Council, I chaired for a year tne implemen- 
tation process based on a state legislative bill calling for 
•nhanced physical testing, in 1979, as chair of our family 
croup, I convened a housing "dream" workshop came the basis for 
the building design and the philosophy for the support services 
of the Hawthorn Apartments, a thirty-five unit complex in Eugene 
which houses chronically mentally ill adults. Through a unique 
cooperative effort using private and public monies, which took 
three years to put together, we have what is considered to be a 
■odel residential program. 

Ssveral other members of our locally family group and I are 
currently serving with other League members on a League of women 
Voters of Lane County research team studying the Lane County 
adult mental health sysi-*s*. in part as an outgrowth of the 
interest generated by this local study, the League of women 
Voters of Oregon s«;e:ted this subject as a st*t<* study-item last 



In Madison, Wisconsin in September, Yj t , my husband and I were 
one of 250 families to gather together to form the National 
Alliance for the Mentally ill. Grassroots groups had been 
sprouting up here and there, mostly unknown to one another. Now 
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numbering over 30,0*0 families, NAM I based in Arlington, Virginia, 
has 500 affiliates in fifty states I am presently serving my 
last year of a three-year term as _ KAMI board member. We are 
developing a housing task force for which I will serve as chair. 

In none of these activities have I been involved alone. I am 
part of a team. Several times I have been dubbed "a cheerleader," 
and that feels okay to me. Ws need you on our team. In a lot of 
ways we've gone as far as we can or could be expected to go. 

Why Join Our Team ? 

- One in 20 American families lives witn major mental illness. 
Mental illness can strike anyone at any time, even a senator or 
his or her family. 

- Mental illness costs our country an estimated $67 billion each 
year. 

- On a more personal level, let me share a couple of findings 
about the parents of mentally ill persons from a study done by a 
family group in California: 

One half of the parents are 60 years or older. 
The majority have attended college. 

Over half are or were in professional, managerial or 
technical occupations. 
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I include this information for three reasons: 

(1) Mental illness is no respector of a persor's place in 
life. 

(2) There is a lot of team expertise among family members 
for you to draw upon. 

(3) Do something HOW before we are dead. 
What crushes the minds and hearts of families : 

We see ourselves each year getting older, less able to cope. Ho 
Batter how hard ve work turning over stones, it's not enough. 
Under the stones ve encounter boulders. I have this haunting 
picture in my mind;* eye of us families in graveyards all over 
the. country with our hands sticking out still trying to take car6 
of our ill family members, who continue to wander through the 
maze of a mental health system no mora responsive to their needs 
as human beings than it is today. 

We see a mental health system so underfunded and attitudinally 
charged that families are assigned the role of primary care 
givers. Several studies indicate that 60 percent of mentally ill 
adults are discharged from hospitals back to their family home. 

We see all forms of the media characterizing our ill family 
members as violent killers, when we know that the mentally ill 
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are statistically no more violent than anyone else. We know our 
people all too often become the victims of aggression, not the 
aggressors. 

We see our ill relative not deinstitutionalized but TRANSinstitu- 
tionalized. Families in increasing numbers are finding themselves 
visiting their ill family member through the bars of a jail or a 
prison. 

We see our family members denied rights in the areas of housing, 
employment, and insurance. Many parents have endangered their 
old-age security by depleting family funds in an effort to find a 
cure for their ill family members. 

We see and feel the strain placed on family relationships. A 
number of siblings leave home to be heard from maybe at Christmas 
time. Mothers are often the ones to carry the heaviest load, 
with their emotions pulled in all directions. 

We see our dual-diagnosed people shunted from one mental health 
program to another because N they don't fit." We know many of the 
young adult chronic population are also substance abusers; the 
system for the most part does not seem to recognize this. 
Systems may be compartmentalized, but people's needs are not 
always. If the need doesn't fit the compartment, the PERSON may 
go untreated. 
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We see deinstitutionalization as a humane premise with some 
inhumane results. The majority of the mental health dollars are 
■till tied to state hospitals with a pittance for community 
services. 

We see some of our people recovering sufficiently to tackle a few 
hours of work and the powers that be deem them to be "gainfully 
•■ployed" and cut off their entitlements. And away goes their 
■ediral card. The stress of having this happen triggers another 
psychotic episode — and we start all over again. 

We see the tragic effects of tardive dyskinesia, a possible side 
•ffect of all antipsychotic medications. The disorder causes 
involuntary muscle movements which can be so mild they go unnoticed 
or so severe a person is nearly disabled. The latest American 
Psychiatric Association's Task Force on Tardive Dyskinesia 
reports an estimated 10 percent to 20 percent of those taking 
neuroleptic (anti-psychotic^ medications develop some symptoms of 
tardive dyskinesia. Other studies report higher figures. 
Percentages lose their meaning when it strikes your family. I 
kr.ow; our son, Steve, has this added affliction. 

We see that research on psychiatric diseases is more dependent on 
the federal government than is research on other disease, as few 
foundations or philanthropists have given funds for this. It's 
enough to make you sit down and cry if what one outspoken critic 
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of the National institute of Mental Health says is even anywhere 
near true: The amount spent on schizophrenia research is approxi- 
mately the same amount the federal government spends on tooth 
decay! 

Why are families pouring out of the closet ? 

First, within the past decade or two, science has demonstrated 
convincingly that the most serious mental illnesses are caused by 
diseases of the brain. The cause, in some cases, seems to be 
linked to hereditary predisposition, but in many cases, it simply 
is unknown, in this respect, it is similar to heart disease, 
epilepsy and cancer, it is no longer shameful to acknowledge 
that you have a mentally ill loved one that science now tells us 
suffers from a diseaee. It is easier to come out of the closet. 

The second reaeon people come forward ie becauee there ie a place 
to go — a family eupport group. There you give and get emotional 
support, an opportunity to tell your story to other families who 
understand every word you say. You exchange valuable information. 
Then you can move on to become an advocate for better services 
for mentally ill persons, for more research, and help to educate 
the public about mental illness. 

What are MAMI ' s major legislative and public policy goals ? 
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1. Support substantial increases of the NIMH research and 
research training programs in keeping with NAMI's goal of a 
national war on mental illness and the 1984 recommendatiors of 
the National Academy of Science's institute of Medicine. 

* Support an appropriation for FY 1986 of $260 million for 
research and $24 million for research training. 

2. Promote the development and improvement of complete systems 
of mental health care for chronically mentally il\ persons. 

* Promote and support the implementation of new state mental 
health planning initiatives in several states, with the 
involvement of AMI members on state planning councils. 
Support full $5 million appropriation for FY 1986 for 
planning grants to states. 

* Encourage psychosocial rehabilitation services as a core 
service of community mental health treatment, as authorized 
by 1984 amendments to the Alcohol, Drug Abuse and Mental 
Health Block Grant law. 

* Support continued expansion of the NIMH Commuju.ty Support 
Program, including CSP demonstration projects, to a level of 
$20 million Cor FY 1986. 

* Urge federal initiatives and incentives to fund community 
mental health care for homeless mentally ill persons. 

* Support greater not less effort by the federal government 
in providing housing for mentally ill persons through 
existing programs such as Section 8 rent subsidy and Section 
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202 long-term loans, as well as tax incentives to encourage 
community-based housing. 

3. Improve access to all services required by mentally ill 
persons in communitiee euch ae Medicaid, income programs 
(SSI/SSDI), vocational rehabilitation, and eocial services. 

* Enact legislation *o permit and help mentally ill persons 
receiving federal dieability benefits to become employed by 
removing work disincentives in current law and authorize 
rehabilitation eervicee to foster independent living. 

* Amend at the federal level the Medicaid law to clearly 
authorize peychoeociel rehabilitation eervicee ae an 
eligible service; etate Medicaid plans ehould include as an 
optional eervice appropriate rehabilitation-focused 
community bassd ssrvicss for chronically msntally ill 
persons* 

* opsn up ths f ederally-funded vocational rehabilitation 
system for improved access and appropriate training for 
mentally ill persons. 

* Urge federal initiativee to improve access to disability 
benef ite for homeless msntally ill psrsons and othsrs at 
risk of becoming homeleee. 

* Enact federal fair housing lsgislation that includss 
mentally ill pereons as part of coverage of handicapped 
persons as a protected class undsr ths Fair Housing Act and 
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to override restrictive local zoning ordinances which 
prevent establishment of group homes for mentally ill 
persons. 

Closing observations 

Some states are more open to family input than others. A lot 
depends on how well the families are organized and who happens to 
be in political power at the time. This makes for a very iffy 
situation indeed. The same situation exists right down to the 
local communities, if we are ever to solve problems faced by the 
mentally ill and their families, then I believe it is going to 
take the federal government making a bi-partisan, consistent 
stand and sticking to it. We cannot expect states and local 
government to solve the problems without a clear message from 
Washington. Many local problems are tied to federal legislation. 
Divestiture by the federal government from the plight of the 
sentally ill and their families is unconscionable. The federal 
government must lead the way by waging war on mental illness. 

Finally, I have just learned that Senator Kennedy has introduced 
legislation that seeks to influence some of the public policy 
goals I set out above, particularly affecting housing, medicaid, 
and state planning for a restructured mental health system. I 
command him for these initiatives and other members of Congress 
who will cosponsor these bills. 
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Questions for Mrs. Ginny Krumdieck. 

Submitted by Senator Hatch, in regards to hearing on "Barriers to Health 
Care", October 9, 1985. 

1. You discuss helping the chronically mentally ill through cooperative 
public and private sector support. In your discussions with other 
family support groups, has this been their same experience? What more 
can we do to help in these types of efforts? 

Answer: It is important that the Federal government not abdicate all 
leadership in the mental health/mental illness national arena- The 
federal agenda for the mentally ill is an important one« MINH's 
research and conminity support programs, SSI and SSDI, Medicare and 
Medicaid, vocational rehabilitation, and housing. 

Only so much can be accomplished by our own bootstraps efforts. We need 
federal leadership in devising a fair system of care for the mentally 
ill. The Health and Human Resources Committee ban became a 
Congressional focal point for leadership, legislative ideas, a clearing 
house for information, and a place one can be sure there will be 
sympathetic understanding of the needs and circumstances of mentally ill 
citizens in America. 

The systems decisions for mental health care are made at the state 
level. The federal incentive to move states to action, correct action, 
is a lever not to be relinquished — whether through the ADM block 
grant, or other programs through which federal dollars flow. 

It is a shame the Mental Health Systems Acc — the product of years of 
thought and advocacy — was never tried. The Committee can keep alive 
its purposes and objectives. 
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Submitted by Senator Kennedy, in regards to hearing on "Barriers to 
Health Care", October 9, 1985. 

1. Mrs. Krumdieck, you comment in your testimony that "divestiture by 
the Federal government from the plight of the mentally ill and their 
families is unconscionable." Would you care to elaborate on that 
statement. 

Answer: By "divestiture by the Federal government from the plight of 
the mentally ill and their families," I meant the steady, observable 
withdrawal of federal responsibility and leadership vis-a-vis mentally 
ill citizens. The ADM Block Grant, with one stroke, repealed the Mental 
Health Systems Act — a product of federal responsibility and leadership 
so sorely needed. The wholesale cutting off of mentally ill 
beneficiaries from the SSI and SSDI roles between 1982 and 1984 
continued the divestiture. There has been a divestiture in the failure 
of Congress this past decade to provide funding level with inflation 
into the causes and treatment of mental illness. 

2. If we had had strong Federal leadership and a good system of 
community care and assistance to families at the time your son first 
became ill twelve years ago, what difference would it have made to your 
son and your family. 

Answer: If the Federal governxuent had been funding research on the 
major mental illnesses as a priority, our family may have escaped being 
labeled the causative factor of our son's illness. This is a trauma no 
family should be called upon to endure. Research, which is still 
greatly underfunded, has in the last few years demonstrated convincingly 
that the most serious mental illnesses are caused by diseases of the 
brain. Strong federal leadership, particularly in designating monies 
for research, would go a long way in addressing the devastating stigma 
our family and our son has had to face. 

3. Isn't it true that chronic mental illness can strike at virtually 
any family? 

Answer: Yes. It knows no racial, ethnic, class, geographic, or sex 
limits. 
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4. As you look to the future, what do you fear most? 

Answer: I fear that after we, the parents, die my son may not get the 
care he needs in order to realize the most out of his limited life. I 
fear for others who may not be the beneficiaries of a system of 
community care because society was never able — whether because of 
tight budgets, stigma, or indifference — to provide an adequate care 
system for its mentally ill citizens, in spite of the pinch for public 
dollars and those people who would sweep mentally ill persons back 
behind the walls of our state hospitals, i hope there is enough time to 
alert society to its responsibilities to provide quality care in the 
community for these less fortunate citizens. 



5. What is the most important pintle action you would like to see thi« 
Committee take? 

Answer: The Committee can become an active forum for mental 
he a lth/mental illness issues. It ought to be staffed with experts in 
this area, it ought to hold hearings and issue reports and be a single 
place where those who are concerned with the great national burdens of 
mental illness, alcoholism, and drug abuse might look for leadership, 
legislative ideas, and education. 

The Chairman. Let me just ask a few questions. I would like to 
put some questions in writing to each of you, if you would respond 
to the committee. 

Mrs. Lagomarsino, let me ask you a question first. In your opin- 
ion, what is the greatest concern a parent faces with a chronic 
mentally ill child? That is a tough question, but I would like to 
have you respond to that, if you can. Help us all. 

Mrs. Lagomarsino. The toughest? 

The Chairman. That you would think the toughest, the toughest 
problem or concern that you would face as a parent. 

Mrs. Lagomarsino. In the beginning, it is realizing in fact that 
you have a mentally ill son, and then the second is making him 
believe it. That takes a lot of years of getting through to each of 
you. 

i . T J ie . C " AII f MAN - Could I ask one other additional question. What 
kind oi barriers did you face which prevented you from seeking ap- 
propriate treatment for your son? 

Mrs Lagomarsino. That he would not cooperate, because he did 
not believe that he was mentally ill-or, if he believed it, it was 
that not wanting to believe it. And maybe the diagnosis did not 
come soon enough. It was just that he had some deep psychological 
problems, but they could be worked out, so you would go along 
with the psychotherapy. But then, it was not until medication and 
the monitoring of the medication-which has to be closely moni- 
tored, because all medications do not affect everybody the same 
way— so it is constant, constant help. 

But the toughest thing is realizing that he is mentally ill and ac- 
cepting it and getting on with the program. 

[Information supplied for the lecord follows.] 



ERIC 



63 



What Kind of Barriers Did You Face Which Prevented You From Seeking 
Appropriate Treatment For Your Son? 

The first problem was that he would not cooperate because he did not believe that 
he was mentally ill — or, if he believed it, it was that he didn't want to believe it. 
Second, the diagnosis did not come soon enough. We thought it was just that he had 
some deep psychological problems, but they could be worked out so we all went 
along with the psychotherapy. The point is that because of the stigma associated 
with mental illness, it takes too long for everyone concerned to realize that it is an 
illness which, in most cases, must be treated with closely monitored medication. 

The Chairman. Thank you. 

Dr. Frazier, the alcohol, drug abuse and mental health services 
block grant provides for a priority funding of services for the 
chronic mentally ill through community mental health centers. 
How much do you know about the extent to which the States are 
carrying out this priority? Do you feel they are doing a good job? 
Do you feel that we have set it up right? Have we written the legis- 
lation correctly — because we have really worked hard on that. 
While there is not a lot of money there, it is money authorized for 
important programs. 

Dr. Frazier. Yes, Senator. Since the implementation of the 
ADMS block grants, the majority of the States have designated the 
chronic mentally ill as the priority population to receive services 
under the block grant. We are just beginning to receive data col- 
lected from the various States, but each State reports annually 
what it is doing with the money, and they have indicated that com- 
munity mental health centers are now serving more chronic men- 
tally ill patients. There is an increased census of chronic mentally 
ill persons at community mental health centers since the States 
have made it a priority. 

The 1984 amendments to the block grant program required the 
States to report the different populations who are receiving mental 
health services in the facilities being supported by the block grant 
funds. At NIMH we have been working with each of these States to 
try to develop a uniform reporting system so we can find out the 
actual number of chronically mentally ill, children and adolescents, 
and elderly who are coming for help and the kinds of services they 
are receiving. 

The Chairman. Concerns have been brought to my attention 
that we may need to put more funds into programs for chronic 
mentally ill people. Would you please elaborate on the National In- 
stitute of Mental Health's funding of research and treatment for 
schizophrenia and other chronic mental illnesses? 

Dr. Frazier. Yes. We certainly have been concentrating on 
chronic mental illness, especially the major psychoses, schizophre- 
nia and major manic-depressive psychoses. We are this year spend- 
ing $18.4 million on schizophrenia research, $12 million in the ex- 
tramural program, about $6 million in the intramural program. I 
have declared it a major priority of the Institute, and it certainly is 
to me, having spent my life in treating and diagnosing mentally ill 
children, it is pretty clear that these are major problems. 

We have funded a Schizophrenia Research Center at the Univer- 
sity of Maryland, under the direction of Dr. Will Carpenter, at the 
Maryland Psychiatric Research Institute. We also convened a meet- 
ing in July which brought together researchers who have been in 
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schizophrenia research, and those who have left the field of schizo- 
phrenia research and tried to find out what do we need to do to 
emphasize schizophrenia as a research priority, and how do we 
keep people in the field so that there is a critical mass of research 
scientists. 

In addition, NIMH has a collaborative program of five research 
centers in five different States, having to do with comparing treat- 
ments of major psychosis, especially schizophrenia. 

We also have a Psychosocial Research Center at Boston Universi- 
ty and Albert Einstein Medical College. In addition, we have a 
great deal of research in major affective disorders. 

The Chairman. Thank you. 

In your testimony, you estimate that a majority of individuals 
suffering from chronic mental illness live with their families, but 
that that trend is declining. 

Dr. Frazier. Yes. 

The Chairman. Can you give us what your opinion is as to why 
this dangerous trend of declination? 

Dr. Frazier. Well, part of the trend has to do with the fact that 
the population of chronic mentally ill is becoming vounger. There 
is as that cohort of young adults, who have never been in institu- 
tions. It is also true that the families of chronic mentally ill per- 
sons believe that sometimes it is not appropriate or beneficial for a 
young adult who has a chronic mental ihness to live in the paren- 
tal home. These families are becoming a little v^cal about the need 
for residential services, which we have heard Mrs. Krumdieck ex- 
press that need— alternative facilities are important. 

There is also an increasing number of chronic mentally ill young 
persons who are abusing substances. We do not know the exact 
number. We have anecdotal data that says about 50 percent. They 
are like other people in their age group, their peer group, and they 
use alcohol and drugs which are readily available. Very often they 
use them for self-treatment. Because of this use of substances, they 
do not do well in a family setting. 

We also have a whole problem of the families of the chronic men- 
tally ill wondering what is going to happen to their offspring as the 
parents grow older, and worry "After I am gone, what is going to 
happen? That is an important issue that we have to help them 
face. And one way to help face it is to develop alternative residen- 
tial facilities. 

In addition, with the increasing number of divorces, we have a 
fewer numbers of families available. 

The Chairman. It has been reported from various sources in the 
mental health field that there is a significant population of young 
adult chronic patients who have, substance abuse problems. Now, 
what is the extent of this problem, how are we addressing it, and 
what should we do? 

Dr. Frazier. We do not have precise numbers. Anecdotal data in- 
dicates that tip to 50 percent may have substance abuse problems. 
We are looking to do something about it. We have a grant with the 
University of Maryland, the Department of Psychiatry, as well as 
the Maryland State Department of Mental Health. Under the 
terms of that award, we are asking them to organize a national 
task force on the young adult chronic patient with substance abuse 
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problems. And they will look at all the components of ADAMHA's 
three Institutes, to address this very serious public health problem. 

The young adult chronic mentally ill patient who uses sub- 
stances, alcohol and drugs, like their peers in society do not usually 
understand that the use and abuse of these substances have a dif- 
ferent impact on them due to their mental illness. 

The Chairman. Mrs. Krumdieck, in your testimony, you paint a 
picture of a mental health system unresponsive to the patients and 
their families. Now, what suggestions do you have to make these 
programs more responsive to individual patient and family needs? 

Mrs. Krumdieck. Well, probably the most important suggestion I 
would have is that we families have an integral part in the kind of 
planning that goes on for services. 1 think D;\ Frazier mentioned 
some kind of a task force that is coming up Dr. Frazier, are you 
going to have families on that task force? 
Dr. Frazier. Surely. 



Mrs. Krumdiecx. That is what is needed. 
The Chairman. She knows how to put you on the spot. [Laugh- 
ter.] 

Dr. Frazier. I appreciate it. We need all the help we can get. 

Mrs. Krumdieck. We families are out there on the front line. We 
are out there in the trenches, and we have information to give, 
along with folks like Dr. Frazier. Together we can make a whole 
picture. 

The Chairman. All right. I am interested in your response here. 

Let me just ask you this final question. I think it is intereting to 
note that at the end of your written testimony, you request more 
Federal intervention, while your personal experience is one, really, 
as I read it, of frustration with the mental health system. 

Now, where you have met with success was when you mobilized 
your own resources and those at the local level. So my question is 
wouldn't more Federal intervention contradict your personal expe- 
riences-or are you saying we need to put more ^ederal money, brt 
not Federal intervention? 

Mrs. Krumdieck. Well, I guess intervention sort of bothers me, 
and I did not really moan it from that perspective. I think what I 
meant more is that I think it is really important for the Federal 
Government to make some real statements about the fact that we 
need to wage a war on mental illness, that the Federal Govern- 
ment needs to give a clear message. And then, a* I shared with you 
about putting our housing complex together in Eugene that with- 
out section 8 rental subsidy, we could not have put that together. 
No matter how much work we were willing to do, no matter what 
agencies we had in Oregon, that had to be the key ingredient. 

So I see the Federal Government important in many, many 
ways. 

The Chairman. Well, I want to thank all three of you for being 
here. I think you each in your individual ways have been very, 
very helpful to this committee. 

Mrs. Lagomarsino, I think that you have been very courageous to 
come here. It is typical of you and your husband. I really admire 
both or you, and I am very grateful that you would do this. 

And Dr Frazier, there is just nobody who can articulate what 
these problems are and what the solutions are better than you, in 
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my opinion— although we are going to try and find some more here 
before the hearing is over. 

And Mrs. Krumdieck, we bave been very interested in your expe- 
riences as well. 

So we appreciate all three of you being here. Thank you very 
much. 

Mrs. Krumdieck. Thank you very much. 
Mrs. Lagomarsino. Thank you. 

Dr. Frazier. Thank you very much. We appreciate the opportu- 
nity. 

[Responses of Mrs. Lagomarsino to questions submitted by Sena- 
tors Hatch and Kennedy follow:] 
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Questions for Mrs. Robert (Norma) Lagomarsino; Submitted by Senator Hatch, 
in regards to hearing on "Barriers to Health Care" October 9, 1985. 



1. What can be done to encourage the continued involvement of family in the 
cars of the chronically mentally ill? 



4. In your statement, you refer to a need for better monitored administration 
of federal assistance to chronically mentally ill individuals. Could you 
elaborate on this suggestion? 

1. Community services should insist on family involvement when available and 
appropriate. You hear of too many cases when the family of a mentally ill 
individual completely disassociate themselves because they don't know what 
ei»t; to do. They should be guided in their efforts to deal with the family 
member. 



4. There should be responsibilities associated with receiving federal assistance. 
For example, my worki twenty hours a week with social workers. This 
experience if "raining \\im how to live in the real world. You can't have 
it both ways. If you are going to receive federal assistance then you have 
a responsibility to work at getting well. All too often, retroactive federal 
assistance arrives in the form of a large check. There is no system to insure 
that the money is used for its intended purpose. I know of one case where 
a check was received in the amount of $650. The individual spent it within 
one day at a casino and returned home to harass and threaten his mother for 
$10. The point is there must be a system of checks and balances which in 
the long run, is in the individual's best Interest. 



Questions for Mrs. Robert (Norma) Lagomar sa.no; Submitted by Senator Kennedy, 
in regards to hearing on "Barriers to Health Care" October 9, 1985. 

1. Mrs. Lagomar sino, Thank you for your eloquent testimony. You* mention that 
your son's successful release from a state hospital involved a transition 
to a halfway house and then to a satellite apartanent situation before he 
was able to move to his own apartment. You also mentioned that he continues 
to see a doctor regularly. Do you think the existence of these intermediate 
steps between hospitalization and independence has been crucial to his 
recovery * Do you think that it is important that this kind of a continuum 
of care be available to every patient who needs it ? 



2. As a mother, I know this must have been a terribly difficult and heart - 
rendering experience. What kind of support was most important to your 
family and what do you feel was most lacking or difficult to obtain 7 



1. Yes. Of course However, there Is a need for even more facilities where 
structured living Is possible If the stigma was erased, neighborhoods 
vould be more willing to accept such facilities. 



2. I spoke on this subject In response to one of the questions Senator Hatch 

asked me at the hearing 
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The Chairman. At this time, I am pleased to introduce our 
second panel. First, I would like to introduce a personal friend of 
mine, Dr. Russell Williams, who is the executive director of the 
Davis County Mental Health Center. 

Russ, I am really pleased to welcome you here today and would 
like to particularly congratulate you on becoming the president- 
elect of the National Council of Community Mental Health Cen- 
ters. I think that is a real tribute to our State and certainly to you 
as well. 

I look forward to your testimony and your insights into services 
for the chronic mentally ill within our State of Utah. 

Second, I would like to introduce to you Dr. John Talbott, who is 
professor and chairman of the Department of Psychiatry at the 
University of Maryland. 

Dr. Talbott, we are honored to have you here today. We welcome 
you to the committee, and we are looking forward to hearing your 
testimony. 

Again I would like your oral testimony limited to 5 minutes. We 
are going to put both of your written statements in the record. 
That will help me to have a little more time for questions which 
have arisen as a result of the testimony that we have read. 

Dr. Williams, let us turn to you first. 

STATEMENT OF DR. RUSSELL A. WILLIAMS, EXECUTIVE DIREC- 
TOR, DAVIS COUNTY MENTAL HEALTH CENTER, FARMINGTON, 
UT; AND DR. JOHN A. TALBOTT, PROFESSOR AND CHAIRMAN, 
DEPARTMENT OF PSYCHIATRY, AND DIRECTOR, INSTITUTE OF 
PSYCHIATRY AND HUMAN BEHAVIOR, UNIVERSITY OF MARY- 
LAND, BALTIMORE, MD 

Dr. Williams. Mr. Chairman and members of the committee, I 
am Dr. Russell Williams, executive director of the Davis County 
Comprehensive Mental Health Center. I am also president-elect of 
the National Council of Community Mental Health Centers, which 
represents over 600 community mental health centers nationwide. 

The National Council commends you, Mr. Chairman, for holding 
these hearings, addressing barriers to health care. We especially 
appreciate your longstanding commitment and hard work in seek- 
ing to assure that the needs of the mentally ill, including those in- 
dividuals experiencing alcohol and drug abuse problems, are met. 

Mr. Chairman, in recent years, we in Utah, along with the entire 
community mental health system, have been forced to reassess our 
future. Federal funding involvement has been substantially re- 
duced; deinstitutionalization has continued. There are a growing 
number of young people who are seriously mentally ill. Moreover, 
Mr. Chairman, one of the tragedies we face is the burgeoning 
number of individuals with serious chronic mental illness. 

These factors and others have placed a great deal of pressure on 
the existing community mental health system. 

Congress envisioned in 1963 that after the establishment of com- 
munity mental health centers throughout the country, that ongo- 
ing funding for these programs and services would come from such 
primary sources as Medicare, Medicaid, and other third-party 
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payors. We all know that these well-motivated intentions have not 
come to fruition. 

The community mental health system has had to overcome these 
and other barriers. However, the system has demonstrated remark- 
able resilience in its ability to deliver services to an ever-growing 
number of persons in need. 

The key areas that still must be addressed within the community 
mental health system include: The development of a coordinated 
Federal, State, and local strategy to meet the full range of service 
needs of the chronic mentally ill; the expansion of services to un- 
served areas and underserved populations; the expansion of Medic- 
aid, Medicare, and other third-party reimbursements to cover a 
larger portion of mental health care, and to look at the stigma in 
our local communities which create significant obstacles to effec- 
tive treatment. 

I understand that legislation has been introduced by Senator 
Kennedy which would address some of the service issues just dis- 
cussed, and we look forward to reviewing his pending legislation. 

We of course would like to continue to work with you, Mr. Chair- 
man, Senator Kennedy, and other members of the committee on 
this and other legislation to develop innovative and cost-effective 
approaches to better serve the chronically mentally ill, as well as 
all persons in need of mental health services throughout the coun- 
try. 

However, Mr. Chairman, it is important to note that the commu- 
nity mental health system has been forced to operate within limit- 
ed resources; while new initiatives are needed, funding for them 
must not jeopardize existing services. 

Additional resources, not a redistribution or reprioritization of 
limited funding are required. 

Mr. Chairman, I would like to summarize for the committee 
what we at Davis County Mental Health Center do to meet the 
broad range of mental health needs of the mentally ill. 

The Davis County Mental Health Center is a comprehensive 
community mental health center with a full range and complement 
of services. The continuum of services offered by the center provide 
those in need of mental health treatment with an integrated and 
coordinated service delivery system at the community level that 
can be tailored to the specific needs of an individual. This is espe- 
cially important for those persons suffering from severe mental ill- 
ness because they require a range of services that continually shift 
and involve services outside the traditional mental health treat- 
ment. These services are often called community support services. 

Although aftercare and followup and transitional residential care 
services are an integral part of the Davis County Mental Health 
Center's delivery system, external financing for these services is 
more limited and generally more difficult to obtain than the fund- 
ing for some of the other services offered. These services do not fall 
neatly into the various present funding mechanisms. For example, 
Mr. Cha Irman, we can place a patient in a psychiatric inpatient 
unit at a cost of between $250 and $300 per day and receive third- 
party reimbursement. However, if the individual is transferred to a 
more clinically appropriate and less restrictive transitional residen- 
tial program at an approximate cost of $90 per day, there is no 



ERIC 




70 



third-party reimbursement, such as Medicaid, available, because of 
the Institution for the Mentally Diseased [INi^] barrier and ether 
barriers that are present in the third-party payor system. 

Mr. Chairman, the State of Utah has demonstrated its concern 
and commitment to those residents of Utah who are suffering from 
mental illness by establishing a comprehensive mental health 
system. Under the State, local, and Federal partnership, in 1979, 
Utah became the first State in the Nation to expend a larger por- 
tion of its available resources for community-based programs than 
for institutional care. 

Providing appropriate care to the mentally ill residents of the 
State of Utah in the least restrictive environment is an important 
concept that is still in progress. As has been demonstrated, the 
comprehensive community mental health system is working. How- 
ever, as described earlier, there is still much to be done. 

In closing, I would again like to thank you, Mr. Chairman, for 
allowing us this opportunity to testify, and would be pleased to 
answer any questions. 

[The prepared statement of Dr. Williams and responses to ques- 
tions submitted by Senators Hatch and Kennedy follow:] 
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Mr. Chairman and members of the Committee, I am Russell 
Williams, Executive Director of the Davis County Mental Health 
Center, which is located in Farmington, Utah* I am also the 
President Elect of the National Council of Community Mental 
Health Centers, which represents over 600 community mental health 
agencies nationwide* 

Mr. Chairman, in recent years we in Utah, along with the 
entire commun! ty mental health system, have been forced to 
reassess our future* federal funding has been substantially 
reduced* The enactment of the Alcohol, Drug Abuse and Mental 
Health Block Grant has limited federal involvement in the 
delivery of mental health services, while state governments' 
responsibilities regarding the administration and provision of 
community mental health services has grown « deinstitution- 
alization has continued* there are a growing number of y0un6 
people who are seriously mentally ill and desperately in need of 

MENTAL HEALTH SERVICES* MOREOVER , Mr* CHAIRMAN, ONE OF THE 
TRAGEDIES WE FACE IS THE BURGEONING NUMBER OF INDIVIDUALS WITH 
SERIOUS CHRONIC MENTAL ILLNESS WHOSE NEEDS MUST BE MET* THESE 
FACTORS AND OTHERS HAVE PLACED A GREAT DEAL OF PRESSURE ON THE 
EXISTING COMMUNITY MENTAL HEALTH SYSTEM* 

As you know, Mr* Chairman, in 1963, Congress passed 

LEGISLATION i H AT CREATED COMMUNITY MENTAL HEALTH CENTERS* At 

that time, congress intended for every citizen to have access to 
comprehensive mental health services, regardless of their ability 
to pay* Congress also envisioned in 1963 that, after the 
establishment of communit, mental health centers throughout the 
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country, the ongoing funding for these programs and services 
would come from such primary sources as medicare , medicaid and 
other third-party payors. we all know that those well-mot i vated 
intentions have not come to fruition* approximately 50x of 
American citizens still do not have access to mental health 
services, and medicare, medicaid and th i rd"p arty payors remain a 
very small part of mental health funding at all levels* 

The community mental health system has had to overcome these 
and other barriers and the system has demonstrated remarkable 
resiliency in its ability to deliver services to an ever-growing 

NUMBER OF PERSONS IN NEED • YOU, Mr. CHAIRMAN, OF COURSE, KNOW 

this from our utah experience* however, much remains to be done 
to assure that those millions of clients who remain in need of 
mental health care are able to access that care- the key areas 
that still must be addressed within the community mental health 
system include: the development of a coordinated federal, state 
and local strategy to meet the full range of service needs of the 
chronically mentally ill; the expansion of servicfs to unserved 
areas and underserved populations; expansion of medicare, 
Medicaid and other third-party reimbursements to cover a larger 
portion of mental health care; improved housing opportunities for 
the chronically mentally ill; income support ; and the alleviation 
of stigma in our local communities which create significant 
obstacles to effective treatment, such as zoning ordinances that 
limit access to appropriate housing* we are all very aware that 
these are not the best of economic times, but those persons 
suffering from chronic mental illness are the least able to cope 

2 
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IN SUCH TIMES, AND MUST NOT BE FORGOTTEN • 

I UNDERSTAND THAT LEGISLATION HAS BEEN INTRODUCED BY SENATOR 

Kennedy which would address some of these service issues just 
discussed- The National Council appreciates Senator Kennedy's 

LONG-STANDING INTEREST IN ADDRESSING THE SERVICE NEEDS OF THE 
CHRONICALLY MENTALLY ILL AND WE LOOK FORWARD TO REV I EW I NG HIS 
RECENTLY INTRODUCTED LEGS I LAT I ON AT THE NATIONAL COUNCIL'S 

upcoming Board of Directors meeting. We, of course, would like 

TO WORK WITH THE COMMITTEE ON THIS AND OTHER LEGISLATION TO 
DEVELOP INNOVATIVE AND COST-EFFICIENT APPROACHES TO BETTER SERVE 
THE CHRONICALLY MENTALLY ILL, AS WELL AS ALL PERSONS IN NEED OF 

mental health services throughout the country* however, mr- 
Chairman, it is important to note that the community mental 

HEALTH SYSTEM HAS BEEN FORCED TO OPERATE WITHIN LIMITED 

resources • While ■ ~w initiatives are needed, funding for them 

MUST NOT JEOPARDIZE EXISTING SERVICES- ADDITIONAL DOLLARS, NOT A 
SHIFTING OF RESOURCES, ARE REQUIRED- 

Mr- Chairman, I would now like to summarize for the Committee 

HOW WE AT THE 1MVIS COUNTY MENTAL HEALTH CENTER ATTEMPT TO MEET 

the broad range of mental health needs of the chronically 
mentally ill* 

The Davis County Mental Health Center is a comprehensive 

COMMUNITY MENTAL HEALTH CENTER WITH A £Uit RANGE AN COMPLIMENT 
OF SERVICES EXTENDING FROM PREVENTION, EDUCATION AND CONSULTATION 
ON ONE END OF THE TREATMENT/SERVICE SPECTRUM, THROUGH 24-HOUR 
HOSPITAL-BASED INPATIENT CARE AT THE OTHER. OUR AGENCY HAS AS 
ITS BASIC PURPOSE OR MISSION, THE PROMOTION AND ENHANCEMENT OF 
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THE MENTAL HEALTH OF THOSE RESIDING WITHIN ITS SERVICE APEA- THE 
EFFORTS OF THE CENTER ARE SPECIFICALLY DIRECTED TOWARD ASSISTING 
THOSE WHO ARE ADVERSELY AFFECTED BY A SIGNIFICANT DEGREE OF 
PSYCHOLOGICAL IMPAIRMENT AND WHOSE GENERAL ABILITIES TO FUNCTION 
AS PRODUCTIVE INDIVIDUALS AND MEMBERS OF THEIR FAMILY AND 
COMMUNITY ARE SERIOUSLY DIMINISHFD- It IS THE GOAL OF THE DAVIS 

County Mental Health Center to provide these individuals with 
effective. appropriate professional care and services designed to 

ELIMINATE, REDUCE OR AMELIORATE THE EFFECTS OF MENTAL ILLNESS- 

The services that are made available by the Center include: 
outpatient, 24-hour emergency service/ partial 
HOSPITALIZATION/DAY treatment, consultation, prevention/ 

EDUCATION, SCREENING/ASSESSMENT, TRANSITIONAL, AFTERCARE AND 
FOLLOW-UP SHORT-TERM AND LON G " T E RM INPATIENT, AND DRUG AND 
ALCOHOL ABUSE SERVICES- ANOTHER IMPORTANT COMPONENT OF OUR 
COMPREHENSIVE SERVICE DELIVERY SYSTEM IS THE UTAH STATE HOSPITAL 
WHICH PROVIDES LONG'TERM PSYCHIATRIC INPATIENT CARE FOR THOSE 

individuals who need a more structured environment than can be 
provided for in the community- 

The continuum of services offered by the Davis County Mental 
Health Center provides those in need of mental health treatment 

WITH AN INTEGRATED AND COORDINATED SERVICE DELIVERY SYSTEM AT THE 
COMMUNITY LEVtu . nAT CAN BE TAILORED TO THE SPECIFIC NEEDS OF AN 
INDIVIDUAL- This IS ESPECIALLY IMPORTANT FOR THOSE PERSONS 
SUFFERING FROM SERIOUS MENTAL I LLNESSEC BECAUSE THEY REQUIRE A 
RANGE OF SERVICES THAT CONSTANTLY SHIFT AND INVOLVE SERVICES 
OUTSIDE OF TRADITIONAL MlNTAL HEALTH TREATMENT SUCH AS HEAL T i 
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CARE, HOUSING, INCOME SUPPORT, EMPLOYMENT COUNSELING, AND SOCIAL 
SERVICES- IT IS THESE INDIRECT TYPES OF SERVICES THAT ARE 
ESSENTIAL TO BUILDING INDEPENDENCE FOR THOSE PERSONS SUFFER!NG 
FROM SERIOUS MENTAL ILLNESS- THESE SERVICES ARE OFTEN CALLED 

•community support services. - The Davis County Mental Health 
Center provides several services tha* could fall under this 
general category. the key community support*type services 

PROVIDED Br CENTER INCLUDE PARTIAL HOSP I TAL I ZAT I ON/DAY 

TREATMENT, AFTERCARE AND FOLLOWUP, AND TR ANS I T I ONAL/RES I DENT I AL 
SERVICES . 

THE FIRST PRONG OF THE COMMUNITY SUPPORT SYSTEM AT THE DavIS 

County Mental Health Center is partial hospitalization- The 

PURPOSE OF THE PARTIAL HOSPI TAL I ZAT ION/DAY TREATMENT SERVICE IS 
TO PROVIDE A CORRECTIVE THERAPEUTIC EXPERIENCE WHICH CONSIDERS 
THE TOTAL PATIENT- THESE SERVICES ARE FOR INDIVIDUALS WHO 
REQUIRE LESS THAN 24-FOUR-A~DAY CARE, BUT MORE THAN OUTPATIENT- 

The goal is to assist the patient in day-to-day functioning while 

ENCOURAGING PSYCHOSOCIAL GROWTH AND DEVELOPMENT- THUS, 
APPROPRIATE TREATMENT AND EARNING EXPERIENCES ARE PROVIDED 
DCRING EVENINGS AND WEEKENDS, AS WELL AS ON A REGULAR DAILY 
BASIS- 

The second component of the community support system is 

AFTERCARE AND FOLLOWUP SERVICES- AFTERCARE AND FOLLOW"UP 

SERVICES are key to ensuring that gains made by clients in 

TREATMENT ARE MAINTAINED FOLLOWING DISCHARGE FROM A MENTAL HEALTH 
FACILITY OR PROGRAM THROUGH FOLLOWUP CARE, THE OPPORTUNITIES 
FOR HUMANIZING THE SERVICE DELIVERY SYSTEM WITHIN THE SERVICE 
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AREA ARE ENHANCED AND PROMOTED • It IS ALSO ESSENTIAL TO PROVIDE 
AN ADVOCACY SERVICE IN ORDER TO ASSURE PAT I ENT S ' RIGHTS AS THEY 
MAKE A REENTRY AND ADJUSTMENT INTO THE COMMUNITY. CaRE IS TAKEN 
TO SEE THAT THE DIGNITY OF EACH PERSON IS MAINTAINED AND THAT 
SOCIAL ISOLATION IS AVOIDED FOLLOWING TREATMENT- 

THE THIRD COMPONENT OF THE DAVIS COUNTY MENTAL HEALTH 

Center's community sjpport program is transitional/residential 
services- The objective of the transitional service is to 

PROVIDE ADEQUATE SHELTERED COMMUNITY LIVING ARRANGEMENTS FOR 
PATIENTS DISCHARGED FROM MENTAL INSTITUTIONS, AS WELL AS FOR 
THOSE WHO WOULD REQUIRE SUCH SERVICES IN ORDER TO PREVENT 
INPATIENT HOSPITALIZATION. A BROAD ARRAY OF MEDICAL, SUPPORTIVE 
AND REHABILITATIVE SERVICES ARE MADE AVAILABLE FOR RECIPIENTS OF 
TRANSITIONAL CARE* THIS SERVICE IS COORDINATED WITH OTHER 
PARTIAL HOSPITALIZATION SERVICES TO PROVIDE A FULL RANGE OF 
RESOURCES FOR THE CLIENT* SlNCE LIVING ARRANGEMENTS OF THE 
TRANSITIONAL SERVICE ARE DESIGNED TO FOSTER A GR A DJAL , PHASED 
RETURN TO COMMUNITY LIVING TO THE MAXIMUM EXTENT POSSIBLE *OR 
EACH ADMITTED PATIENT, THERE LSO A CLOSE COORDINATION WITH 

THE FOLLOWUP SERVICE PROGRAM. 

\ 

^ Although aftercare an follow-up and transitional care 

SERVICES ARE INTEGRAL F R.*S OF THE DAVIS COUNTY KeNTAL HEALTH 

Center's delivery system, external financing for these services 
is mcre limited and generally more difficult to obtain than 
funding for some of the other servlcts offered- t h ese services 
do n >t fall neatly into the various present fundl'.g mechanisms- 
For example, resources and facilities p currently inadequate to 
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MEET THE NEED FOR TRANSITIONAL AND RESIDENTIAL SERVICES FOR 
CHILDREN AND YOUTH- COMMUNITY" BASED, NON~HOSPITAL RESIDENTIAL 
TREATMENT FOR ADOLESCENTS AND CHILDREN IS VITAL IN ORDER TO 
PROVIDE EARLY INTERVENTION A^D TO FACILITATE THE APPROPRIATE 
INVOLVEMENT 0^ FAMILY, CHURCH, SCHOOLS AND OTHER COMMUNITY 
SUPPORT SYSTEMS- As A CONSEQUENCE OF RESTRICTED RESOURCES FOR 
THESE TYPES OF SERVICES, TOO OFTEN DISTURBED YOUTH DO NOT RECEIVE 
APPROPRIATE CARE UNTIL THEIR CONDITION REQUIRES MORE INTENSIVE 
INPATIENT HOSPITAL-BASED TREATMENT OR THEY BECOME INVOLVED WITH 
THE JUVENILE JUSTICE SYSTEM- THESE DEVELOPMENTS COULD FREQUENTLY 
BE AVOIDED MORE ADEQUATE RESOURCES WERE MADE AVAILABLE FOR 

NEEDED SE**»wES- 

It is also difficult to obtain adequate funding for the 
myriad of services offered as part of the aftercare and 

TRANSITIONAL PROGRAM • Mr. CHAIRMAN, AS YOU KNOW, THERE IS AN 
EXISTING PROGRAM ADMINISTERED BY THE NATIONAL INSTITUTE OF MENTAL 

Health known as the Community Support Program- This program 
presently has minimal impact on programs such as the davis county 
Mental Health Center's aftercare and follow-up and transitional/ 

RESIDENTIAL PROGRAMS- If FUNDS FOR THIS PROGRAM WERE MORE 
DIRECTED TO THE LOCAL LEVEL/ DEVELOPMENT OF LOCAL COMMUNITY 
SUPPORT PROGRAMS WOULD BE SIGNIFICANTLY ENHANCED- FOR EXAMPLE, 
ONLY APPROXIMATELY 30X OF THE TOTAL NIMH COMMUNITY SUPPORT 
°ROGRAM MONIES AVAILABLE IN THE STATE OF UTAH HAVE BEEN ALLOCATED 
FOR USE AT THE LOCAL LEVEL, A '0 VERY LITTLE OF THESE FUNDS HAVE 
BEEN MADE AVAILABLE TO SUPPORT DIRECT SERVICES- CSP DOLLARS THAT 
HAVE BEEP RECEIVED AT THE LOCAL LEVEL IN DAVIS COUffTY 
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(approximately $1,000 each year) have been used to assist in the 
formation and development of a patient operated thrift store- 
Staff support and involvement with this project has had to be 
covewed entirely from other resources- community support program 
funds have only defrayed approximately 10x of the actual costs- 

Mr- Chairman, the State of Utah h*. demonstrated its concern 
and commitment to its residents by addressing the needs of those 
who are experiencing alcohol and drug addiction and mental 
illness by establishing a comprehensive community mental health 
system- Under the state, federal and local partnership, Utah has 
developed a statewide community mental health servlcf delivery 

SYSTEM THAT IS DIRECTLY AVAIl „lE TO 95X OF ITS RESIDENTS- In 

1979, Utah became the fi *jt state in the nation to expend a 
larger proportion of its available alcohol and drug addiction and 
nu.,tal health resources for co mm unity" based programs than for 
institutional care, thus, reinforcing utah's commitment to 
provide appropriate care to the residents of the state in the 
least restrictive ehv i \ „ ^ent- as is dehonstrated in the state 
of Utah, the comprehensive community mental health system is 
working, and Utah is more fortunate than many other states in 
this regard- 
In CLOSING, I WANT TO THANK YOU, Mr- CHAIRMAN, FOR GIVING ME 
THIS OPPORTUNITY TO APPEAR BEFORE YOU TODAY- 1 WOULD BE PLEASED 
TO ANSWER ANY QUESTIONS THAT YOU HAVE AT THIS TIME- 
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Questions for Dr Russell Williams, Submitted by Senator Hatch, 
in regards to hearing on "Barriers to Health Care" Octobr 9, 1985. 



1. Or Williams, within the limited resources presently available, what 
kinds of effective approaches could be developed to better serve the 
chronically mentally ill 7 



As has been evidenced In several successful programs throughout the Country, 
the Instigation cf a comprehensive continuum of care at the local level 
provides a greatly expanded resource for meeting the needs of the mentally 111, 
Including the chronically mentally 111, by redistributing limited resources 
from Institutional care to a comprehensive continuum of care at the local level 
where adequate support systems such as community, family, church, and service 
groups can serve as a great resource. This fact was testified to by other 
witnesses and Is one that has proven to be effective. By providing a compre- 
hensive continuum of services at the local level, you can shift resources 
currently being used In institutions to the local level and provide services at 
a greatly reduced cost, thus serving an Increased number of Individuals at no 
additional cost. There are those, however, regardless of our efforts and 
ability, who still need long-term hospital care and there are also those who 
need long-term care In a nonhospltal based setting. It would also be very 
helpful 1f we could utilize United resources to provide alternate residential 
care sometimes referred to as Institutions for the mentally diseased (INO), 
Instead of being forced to admit people to psychiatric Inpatient units at an 
Infla+^ti cost In order to access third party reimbursement. 

Regarding the community support program, limits need to be established on 
the percentage of community support revenues that can be spent for Indirect 
services at the state level. Currently the majority of this much needed 
resource 1s being spent for administrative costs or for program development 
costs. In my opinion, at least 951 of the revenue needs to be passed onto 
local based programs for direct services, so that those Individuals In need can 
maximize their opportunities for Involvement and have access to t**c*+ment. 
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Questions foi Dr Russell Williams, Submitted by Senator Kennedy, in 
regards to hearing on ,r Bamers to Health Care" October 9, 1985. 



Dr. Williams, wouid you agree that restrictions on medicaid's ability to reimburse 
for community-based care have been a significant barrier to an effective system 
of care for the chronically mentally ill. 



There seems to be a relatively well-established community-based system of care for 
the chronically mentally ill in Utah. As we look across the country as a whole, 
isn't it true that such systems are often sadly lacking? Doesn't the Federal 
government which provides approximately 451 of the funding for the chronically 
mentally ill have a responsibility to assure the existence of a humane, effective, 
community-based system of care throughout the country? 



1. As was stated in wy te .nd also In response to questions submitted 
by Senator Hatch, the cu. . *s's Inability to recognize community based 
comprehensive care programs to prdde at least as effective and In some cases 
more effective clinical treatment 1n nonhospltal based residential programs 
has been a significant barrier to an effective system of care for the mentally 
111, including the severely chronically mentally 111. It needs to be empha- 
sized that a comprehensive continuum of care for all Individuals experiencing 
mental illness 1s essential. Certainly children and youth who are experiencing 
mental illness are deserving of appropriate timely care especially during these 
formative years. It would also seem equally important to address the needs of 
women as a deserv'ng population, and because of their role as mothers and their 
responsibility 1n child rearing as well as meeting the needs of the severely 
chronically mt tally ill. 

2. In my opinion, the locally based comprehensive continuum of care approach 
to meeting the needs of the mentally 111 has proven to be most effective 1n 
those areas where such services are available. I also feel 1t would be 1n the 
best Interest of not only the mentally 111, but to our Country to have avail- 
able such services across our nation so that Individuals would have equal 
access to treatment regardless of place of residency. One of the strong points 
of the development of such a system in Utah has been the Federal, State and 
local partnership wo icing together with private Industry and citizens of the 
State of Utah 1n an effort to deal with individuals 1n their time of need. I 
feel the Federal Government should be a partner 1n helping develop such 
needed services. Great care should be taken in helping individuals to become 
self-sufficient and self-directing 1n all cases possible and not to develop 
Inappropriate dependencies or foster unhealthy lifestyles. It 1s very 
important that we recognize the mental health needs of all individuals and not 
try to resolve the unmet needs of the severely chronically mentally 111 by a 
reauthorization or redistribution of limited resources. 
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The Chairman. Thank you, Dr. Williams. I am pleased with your 
testimony, and we will see what we can do to work on some of the 
problems that you have mentioned here today. I think they are sig- 
nificant. As you have pointed out to me in the past, perhaps some 
of us have not realized some of these problems. So your testimony 
is very important. 

Dr. Talbott, let us turn to you. 

Dr. Talbott. Thank you very much, Mr. Chairman. 

I would like to express also our appreciation to you for holding 
today's hearing on the important matter of the chronic mentally 
ill, at the same time as Mental Illness Awareness Week is being 
held. 

My name is John A. Talbott, M.D. I am the immediate past 
president of the American Psychiatric Association, an association 
of over 30,000 specialists in psychiatry across the country. I am also 
professor and chairman of the department of psychiatry at the 
University of Maryland. As Dr. Frazier mentioned earlier, it is the 
University of Maryland in the State of Maryland that conduct the 
Schizophrenia Research Program and the study on the young 
chrcnic mental patient with drug abuse. I and we in Maryland are 
in contact with the chronic mentally ill daily. 

The scandals that have been created by the unplanned depopula- 
tion of the Nation's State hospitals over the past 30 years have 
really been enormous and well-documented in the press, and have 
been nationwide. We are all familiar with the high incidence of se- 
rious mental illness among the homeless, mentioned earlier, up to 
50 percent; the ongoing nursing home scandals and the increased 
population of the mentally ill in jails and prisons across our 
Nation. 

I would like to concentrate on five different points today, though, 
in terms of the current care and treatment of the chronic mentally 
ill. First, the point that deinstitutionalization was a failure not so 
much in its concept but in its implementation. Second, that part of 
this failure had to do with the inability to move the umbrella of 
care from the single locus, the State hospital, to the community. 
Third, that the responsibility for individual patients was lost in the 
multiplication of services during deinstitutionalization. Fourth, the 
need for an appropriate range and adequate number of services, 
and fifth, the difficulty with fragmentation in governmental repon- 
sibility. 

Now, with your permission, I would like to use some of my con- 
tacts with individual patients and patients' families as an illustra- 
tion of that point, because I think such examples, as you heard ear- 
lier today, really clearly illustrates the problems. 

First, in the failure of deinstitutionalization's implementation 
rather than conception, a patient just this week talked to me about 
how much more he enjoyed being in the community, receiving com- 
munity services, being able to do what he wanted to do, but wishes 
he had the same services— medical, psychiatric, dental, social, nurs- 
ing, et cetera— that he had in the hospital at the time — although 
be prefers to be outside. 

Second, the inability to mo/e all the different services from insti- 
tutional to community care. Another patient talked to me about 
the fact that he needed to operate as a scrounging system. Instead 
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of the system of care being comprehensive and available, he him- 
self v/as required to be the scrounger and to obtain his own serv- 
ices. 

Third, in terms of lack of responsibility, moving from a single, 
responsible place of care to multiple agencies, both institutional 
and in the community, no one is in charge in many parts of the 
country— neither a single person for a single patient, nor a single 
agency for the population. Again, yesterday, a family member of a 
patient spoke movingly to me about not knowing where to get care, 
treatment, housing, et cetera, just as we heard this morning. 

Fourth, the need for an adequate range and number of settings. 
Patients cannot go simply from the hospital to living by them- 
selves. They need to have halfway houses, quarter-way house, day 
hospital care, group homes, foster care, and the like. 

Patients complain bitterly of having no place else to go when 
they leave the hospital, but to either a nursing home or more often 
to a rotten hotel situation. 

And finally, fifthly, the fragmentation of government agencies. 
As Dr. Frazier reminded us, the mentally ill and the chronic men- 
tally ill all have the same needs we all have, for housing, social 
services, medical care, rehabilitation, et cetera. But those are each 
delivered by a different Federal, State, and sometimes even local 
agency. We must have some way of tying there services together. It 
is difficult enough for the healthy to negotiate all these systems; it 
is impossible for those people who are hallucinating, delusional, 
and have difficulty thinking. 

Again, just this week, a patient was talking about how hard he 
struggled trying to deal with the bureaucracies he had to deal with, 
without having them be responsive to his needs 

The solutions to these five different issues, I think, are clear. In 
implementing deinstitutionalization, we need a plan and a rebal- 
ancing of services. For the umbrella, we need to have a comprehen- 
sive system of care. For responsibility, we need individuals to be re- 
sponsible for individual and an agency to be in charge of the patent 
population and to provide continuity. And we need an adequate 
range and number of services and a mechanism to provide those. 
And finally, coordination at Federal, State, and local levels, in 
order to coordinate both services and funding streams. 

Mr. Chairman, again I thank you for the opportunity of appear- 
ing here today. I think the issues that are being raised by you and 
the committee are terribly important. We are most pleased that 
Congress has recognized the importance of chronic mental illness 
with this third year of observance of Mental Illness Awarness 
Week. 

Thank you, Mr. Chairman. 

The Chairman. Thank you so much. 

[The prepared statement of Dr. Talbott and responses to ques- 
tions submitted by Senators Hatch and Kennedy follow:] 
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Mr. Chairman and distinguished members of the subcommittee, 
my name is John Talbott, M.D. I am Professor and Chairman of 
the Department of Psychiatry at the University of Maryland, 
immediate past President of the American Psychiatric Association, 
and have chaired the APA's Ad Hoc Committee on the Chronic Mental 
Patient. I am particularly p».oud that the American Psychiatric 
Association, a medical speciality society representing over 
30,000 psychiatrists nationwide, has been in the forefront of 
increasing involvement and concern by not only the medical 
profession but all segments of our society about the plight of 
the chronically mentally ill. 

We are gratified that the media attention and emphasis or. 
homelessness or lack of shelter per se among the mentally ill 
homeless has not deflected this Committee's attention to and 
concern ^bout the basic, underlying proolem of the lack of a 
comprehensive support system for ihe severely and chronically 
mentally ill. 

Traditionally the chronic and severely mentally ill of this 
nation have been ca r ed for in state mental hoapitala. Prom the 
early 19th century until 1955, the population in these 
institutions grew steadily. In 1955 due to * ariety of 
circumstances - political, economic, philosophic and therapeutic 
- the population of the chronically mentally ill in state 
hospitala began to drop. Nationwide it has fallen froa a high of 
approximately 560,000 in 1955 to under 130,000 in 1985 - a 
decrease of over thr ee-f our ths 1 At this point in the 
depopulation process, only 12o,000 of the estimated 1.7-2.4 
million Ameticsns suffering from chronic mental illness now 
reside in state facilities. 

Yet, in many states, like New York, 80-90% of mental health 
funding remains directed to the state mental hospitals. While an 
unknown number of the chronic mentally ill live at home, at least 
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tnree-quar ter s of a million are in nursing homes, which are ill- 
equipped to provide psychiatric services and neither mandated nor 
funded to do so The remaining 800,000-1,400,000 are in a 
variety of other settings, including ja*la and prisons, 
unsupervised community residencer, and the streets theaselvss, 
sll of which have virtually no servicss availSDle. 

This drop in the census of stats facilities was 
suphsaistically called "deinstitutionalization* and consisted of 
two parts - first, the discharge of thousands of severely and 
chronically in citizens from state hospitals into "the 
community," end second, the refusal to admit many patisnts, who 
wsrs often elderly and chronically ill, to ths state hospitals. 

In fact, Mr. Chairman, the term deinstitutionalization is a 
misnomer, since the percentage of Americana in institutions has 
not changed over the past 30 years since (deinstitutionalization) 
began. While the percentage of persons in state hospitals has 
dropped by two-thirds, that in nursing homes has trebled. A3 I 
stated previously, there are many diverss places where ths 
chronically nentally ill can now be found — in nursing homes, 
jails and prisons, or unsupervissd community residencss — and ths 
mo r e cocrecc phrase now is "trans- institutional izat ion. " 
Whatevsr it is called, howsvsr, the net rssult of ths "movement" 
was to change the residerce of thousands of Americans from one 
lousy institution to multiple wretched ones. Conceptually, 
deinstitutionalization was not flawed] its implementation was. 
With the advinta*e of hindsight, we can see that the era of 
deinstitutionalization was ushersd in with much nsivsts and many 
ilapiistic notions aboat what would become of the chronically and 
aevetely mentally ill. The importance of psychoactive medication 
and a stable source of financial support was perceived, but the 
lmpottance of developing such fundamental resources as support* /e 
living arrangements was not so clsarly seen nor implemented. The 
concept of community trsstment was much discussed, but thsre were 
no clear ideas ae to what it should consist of, and the 
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resistance of community mental health centers and other more 
traditional providers - of both treatment and social and 
environmental support services - was not anticipated. Nor was it 
foreseen how reluctant aany ststes would be to allocate funds for 
community-baaed services. 

Zn the stste hospitals, what treatment and services thst did 
exist were in one plsce end under one sdministr stion. In the 
community, the situstion is very different. Services snd 
treatment sre under vsrious sdministr stive jurisdictions snd in 
various locations. Even the mentslly heslthy have difficulty 
dealing with the number of bureaucracies, both governmental and 
privmte, in order to have their needs met. Further, patients csn 
easily g«t lost in the community ss compared to the hospital. 
Imperfectly conceived, deinstitutionalization has led to a 
situation in which those who hsve been released from the hospital 
have fallen oetween the cracks of the community's social and 
health service networks. In a sense the refugee from yesterday's 
back wards have become the inhabitants of our current back 
Alleys. Their asylum — their safe hsven — has been lost. 

Since the time of mass deinstitutionalization in the 1950a 
mnd 1960s, however, other individusls, also chronically mentally 
ill, whose histories have been vastly different from those who 
were deinstitutionslised in the early days of the movement, have 
now entered the system or non-system of the homeless. They have 
become the victims of the ssme absent or if not sbsent, then 
cumbersome snd labyrinthine-like community network, and have not 
received basic service needs. In the msin, this population is 
younger, more involved with drugs and alcohol, more disruptive, 
mnd hss s history of short term, rsther thsn long-term 
hospi tsli zstion, bssed in part upon commitment law change* 
brought about at the same time as the deinstitutionslisstion 
movement. Their lack of shelter ia similar to that of thoae 
older homeless mentally ill now inhabiting our streete, but their 
medical, social and other support service need* are vaatly 
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different . 

By 1985, thirty years after initiation of this massive 
shift, in which ths chronically ill reside, the public outcry was 
deafening. In cities ruch as New York, where I resided for 
almost 30 ysars, thousands of ex-patients crowd dilapidated 
ghettoes in the Rockaways, the Bowery, and tne Upper West Side - 
and bag-ladies are as commonplace on Park Avenue as they are on 
14th Street or fashionable Connecticut Avenue in the nation's 
Capital . 

While the nedia have documented the problems of the homeless 
in general, until re _ ly recently, there has been little 

attenticn paid tD a very special subgroup within this homeless 
populat ion--a subgroup whose ranks have been estimated to 
constitute as many as bC percent of the homeless-* the homeless 
mentally ill. While we hive all been appalled by the study 
findings bearing out the surprising numbers of homeless who are 
characterized as mentally ill, we have, until recently lacked the 
knowledge of who ana, how ill and disabled they are. When we 
look at tie homeless mentally ill, we are really dealing with two 
problems: homelestness and chronic mental illness. Each in and 
of itself is a formidable challenge to resolve, but combined, 
they present a crisis of unprecedented magnitude and complexity* 

A DEFINITION OF THE PROBLEM 

Who are these People? 

I should begin by defining the people I am talking about* 
The chronically mentally ill are those persons "who are, have 
been, cr might havs been, but for the "deinstitutionalization" 
movement, on the roles of long-tsrm mental institutions, 
espscially rtate hospitals." Thsy suffsr from ssvere, 
persistent, or recurrent mental illnessss and havs residual 
social and vocational disabilitiss . They may have been 
institutionalized at one time or never hospitalized, but today 
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they reside in both institutional or community settings. The 
chronicially manc*lly ill are of all ages, including children, 
and have a variety of diagnoses. However, they suffer primarily 
from the major psychoses, e.g. chronic schizophrenia and 
recurrent affective disorders such as manic-depressive illness. 

These patients muat be distinguished from those individuals 
who may be receiving varioua forms oj psychotherapy for mental 
disorders without attendant long-term disabilities. The 
chronically ill have a host of special and unique problems 
including extreme dependency needs, high vulnersbility to stress, 
snd difficulty coping with the demands of everyday living, all of 
which result in their hsving s greet desl of difficulty in 
holding down a job, securing adequate housing, and obtaining 
appropriate medical care. 

Studies hsve demonstrated that there are at least 1 million 
such individuala living outside state hospitals today, and the 
number may be as high as 5-7 million. While in the early dsys of 
deinatitutional iiation, the majority of patients discharged from 
state hospitals returned to their homes, today only a fraction 
do. On* atudy in California showed that among a group of ex- 
patients - one-hslf were living in homes - nursing homes, bosrd 
and care homes, welfare hotels and the like. In the area of the 
upper west Side of New York City we estimated that at one time 
there were approximately 25,000 chronically mentally ill persons 
living in single room occupancy hotels. 

Regarding their illness, one-third have symptoms of severe 
mental illness and one-third have moderate symptoms. However, 
fewer than 50% continue their medication and only 25% are in some 
aftercare program. 

As X have mentioned previously, they elso hsve marked 
residual dissbil i ties . Only 30-50% of discharged patients are 
able to return *o work, and of these 70% return to a less skilled 
job. After y«ar the number of those employed drops to 20- 
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30%. In addition only 251 have what we would consider a normal 
family life - the other 751 live an isolated social existence. 

What do they need? 

As opposed to those me ital patients who suffer from acute 
mental illnesses such as acute depression! where they may be 
hosptialized, and when treated and discharged, return to their 
homes, families and jobs with hardly a step missed, these 
patients have a host of needs. Because of their illness, they 
have a lessened ability to think clearly and .reset to stress 
normally * and because of their disability they have difficulty 
getting *long with people, working efficiently, or living on 
their own. 

They need an array of nousing opportunities, through which 
they can move gradually from complete institutionalization to 
completely independent living. Not all will make it all the way, 
but the opportunities must be present in the form of good 
hospitals, partial hospitals (day, night and weekend facilities), 
quarterway and halfway houses, group living homes, foster homes 
and independent apartments. 

They also need sources of income, including part-time 
employment for those who can work; vocational counseling and 
rehabilitation for those who may be able to recover some 
functioning; and income maintenance for those who cannot return 
to work. 

They need social contacts and socialization if they are to 
return to the mainstream of community life. And critically, 
since many of the chronically mentally ill have higher incidences 
of medical illness than the general population, they need access 
to good medical care. 

Laet, but not least, they require a different type of 
psychiatric care than we usually think of. In addition to the 
sorts of things we regard as essential - e.g., good inpatient 
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hospitals, good aftercare clinics and good crisis intervention 
units - they require a specialized form of rehabilitation that 
emphasizes the things we all take for granted in living in a 
complex societyt the ability to use a bank or public 
transportation, groom ourselves well, look presentable at an 
interview, wash our clothes and use a laundromat, buy our food 
economically, nutritiously and sensibly, and cook it palatably, 
etc. These so-called skills in everyday living are the key to 
restoration of community life, and they are the heart of those 
programa in this country that have been most successful with the 
chronically mentally ill. 

What programs are successful with these individuals ? 

We have looked at many programs designed for the chronically 
mentally ill, both in the hospital and in the community. They 
are of two basic types - one which is located in the hospital and 
prepares patients to return to the community, and tne second 
which maintains patients in community settings. 

One of the best documented preparatory programs is tnat 
described by Gordon Paul, Ph.D. who originally worked at a state 
hospital in Decatur, Illinois. The feature of this program was 
that it emphasized resocialization and relearning of the skills 
of evsryday living that I referred to before. Its entire thrust 
was to return patients to ths community with the tools and skills 
whsrsby they can function well. And thsy do. Few returned to 
the hospital, whereas 30% of those treated with milieu treatment 
returned, and 50% of those treated on a traditional stste 
hospital ward returned. 

The granddaddy of those programs which maintain persons in 
the community is that of Fountain House in Hew York City. 
Fountain Houae stresses all thoss elements of community life that 
the impaired ex-patient cannot bs expected to manags initially. 
It helps patients with suitabls living arrangements, provides 
social experiences iji the form of a club at Fountain House, snd 
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has an extensive and successful vocational training and 
rehabilitation program which returns ex-patients to full 
participation in the work force. It is highly successful - for 
instance, it cuts down on return to the hospital by one-half or 
better . 

In addition to these types of programs - there are several 
with combined hospital and community resources.. One of the 
finest of these is Mendota Mental Health Center in Madison, 
Wisconsin. This program also stresses the importance of 
regaining the skills in everyday living necessary to live in the 
community. It too helps with housing, socialization and 
vocational rehabilitation. And it too is very successful in 
enabling persons to live in adequate housing, with dignified 
employment opportunities, and suitable social contacts. 

When we look at the common denominators in programs which 
were successful in the treatment, care and rehabilitation of the 
chronically mentally ill, we found several. These programs all 
had: 

• leaders who were dedicated to chronic patients and 
understood what needed to be accomplishes with them; 

• aggressive outreach services; 

• good monitoring of patients; 

• a patient advocacy system (legal and social); 

• good interagency referral networks; 

• horizontal and vertical administrative structures} 

• appreciation of small progress; 

e a stable resource base (e . g . ^ f i nanc i al and community 
support) ; and 

• good accountability and responsibility systems. 
When taken together, one may conclude that thtre are two 

elements that are critical to the working of these programr (in 
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addition to teaching the skills in everyday living) that I have 
not yet stressed: a community support system and case 
management . 

Essentially what I mean by a community support system is a 
package of resources (housing, income, vocational training, 
social rehabilitation, psychiatric and other medical care, etc.) 
that is available and accessible to the chronically mentally ill 
person. At present, while all such services are available in at 
least the larger urban areas - they are too few, too far between, 
and usually not coordinated. So the patient must put together 
his or her own package, and for person with impaired ego 
functions - that is impaired ability to get along with people, 
articulate their desires, know where they are and what they're 
doing, etc. - this is impossible. So we must, as it were, 
package these services, and make them available to su.*h disabled 
persons living in the community - or they will become worse and 
require hospitalization again, sink into themselves and live out 
increasingly isolated, reclusive and non-productive lives, or 
become the annoying bag-ladies and bizarrely dressed crazies 
talking to themselves and walking stiltingly - sights so familiar 
to us all. 

In addition, in order to link up such persons with this sort 
of array of services, we require a single person in a unique 
role. While traditionally, families have served this role, as 
mentioned earlier, increasingly, discharged patients have no 
family to return to. So a new role, that of case manager, has 
been created. Tnis person, assigned a large number of discharged 
or never-admitted patients, follows them, sees that they receive 
the services they require, attends to them if they miss 
connecting with an agency or service, serves as an advocate for 
the person, and is the glue which holds together the mentally ill 
person with the services in the community he or she requires, in 
order i . rst to survive and second to return to full community 
life. 
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What then do we need? 

We knew a great now that we didn't know at the 

beginning of the de i ne t i tu t ionel i le t ion movement 25 yeare ago. 
While I will not apologize for the lack of plenning, lack of 
community settings, eervicee and supports; end lack of humane 
forethought that might have precluded the disasters o* the peet 
quarter-century - I am convinced thet we have now the ecientific 
basis for intelligent plenning for humane eervicee for thee* 
individuele. 

There is a critical need for more and better houeing for the 
chronically mentally ill; for better vocetional training and work 
opportuni t \es ; and for wider application of eocial rehabilitation 
principles. in addition we need a reform of the funding that 
forces patients into the most restrictive setting and 
discriminates against long-term care; funding for programs which 
maintain persons in the community end prevent further 
hospitalization and deterioration as well as for programs which 
restore patients to higher levels of functioning? alteration of 
prejudicial community and societal attitudes against the mentally 
ill; better training for persons who will deal with chronic 
patients? more research into the causes, prevention and 
maintenance of chronic mental disease and effective treatments, 
programs and services systems? resolution of the f ragmen tet ion 
ana conflict between and among governmental agenciee (HDD, HSA , 
HRA, etc.) and levels (federal, state, local) involved wi th 
funding components of the system needed by such petiente; 
attainment of full civil rights for the chronically ill, and 
realization that for those chronically mentally ill persons who 
do not recover any or even partial functioning or who have 
remissions in their condition, there needs to be both good 
quality public inpatient facilities and humane asylum eettinge. 

However, these are all outside the scope of this 
subcommittee at this moment. what concerns me now is the 
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necessity o£ using what we know today about the importa-.ee of: 

• Training in the ekills of every day living; 

• Provision of an integrated community support system; and 

• A case management approach 

to provid* the chronically aentally ill with the best care we 
know how to provide. 

Mr. Chairaan, in conclueion let ae suaaarize the etate of 
the art and fience ae it appliee today to the chronically 
aentally ill patient living in the coaaunity. The ecience of 
peychiatry, while imperfect, ie clear - we know h N w to treat and 
care for pereona living in the coaaunity, given the appropriate 
resources. The art of delivery of these services is another 
aatter. We have only one Pountain House in New York City, when 
we need dozens. We have only a handful of community support 
programs whan we need hundreds. And we have only a few dozen 
case managers, when we need legions. 

I tnank you for your attention. 





ERIC 



96 



SENATOR HATCH 
Questions: 

1. Bow to restructure coma unity support programs to 
better neet local needs? 

Community based services are often hopelessly fragmented, if they exist at 
all. The multiplicity of agencies and authorities typically involved in 
providing services to the homeless mentally ill need to cooperate and 
communicate with one another in order to integrate service delivery and avoid 
duplication. What is needed is a vast expansion of supervised community 
housing and services and s revamping of the mental health delivery system to 
meet the needs of the chronically mentslly ill. While temporary housing such 
ss shelters may be a^ important stop gap measure for many of the homeless 
mentally ill/ increasing the numbers of shelters merely postpones the day of 
reckoning when there will have to be established a provision of comprehensive 
services, a support system and a system for case management. 

2. What hinds of effective approaches could be developed 
to better serve the chronic mentally ill. 

The difficulty associated with providing comprehensive services to this 
population is that they require an intricate array of wed ical /psych iatr ic, 
social, rehabilitative, and vocational services. This includes services not 
readily perceived such as assistance in gaining access bo their entitlements, 
opportunities for social intercourse and relief for overburdened families. 
This is a very heterogeneous and multiple disadvantaged popjlation. Because 
of this while systems must be interrelated and the services comprehensive the 
programming needs to be individualized and placed under local (not state) 
auspices. There is a continuing need for federal involvement through SSI, 
SSDI , medical assistance programs; there should be a restructuring of those 
disincentives to work that presently exist in the Social Security Act] and 
vocational rehabilitation programs need to be oetter adapted to the chronic 
patient. There needs to be a partnership between local, state and federal 
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governments . 

3. Therapeutic Compliance 

Therapeutic compliance may b* improved by more sensible commitment laws and 
procedures, bettor and more sup r 'ised housirg, more services available in the 
community, and closer physician/patient contact. 

SENATOR KENNEDY 



Essentially, your three bills contain the important steps the federal 
government should take to assure appropriate and cost effective community care 
for the chronically mentally ill, specifically comprehensive programs that 
contain both medical and psychotherapeutic treatment as well as non-physician 
psychiatric services (housing vocational rehabilitation, and social 
rehabilitation) . Also needed is supervised housing — graded range and number 
e.g. — inpatient, day hospitalization, halfway houses, group homes, supervised 
apartments and case management. There needs to be firstly a provision of 
services that meet basic survival needs and once those are met, a vast array 
of comprehensive yet individually determined system of services that provide 
clinical and rehabilitative support. This population is heterogenous but to 
one degree or another require the whole list of services as delineated in 
Section 1919 of S. 1745. There needs to be cooperative efforts by the 
federal, state anc local governments; there needs to be more research into the 
causes and treatment of both chronic mental illness and homeless; more 
accurate epidemiological data needs to be gathered and analyzed and, of course 
more money must be expanded for longer-term solutions for the homeless 
mentally ill. 



Questions: 



1. 



Dr. Talbott, what are the most important steps the federal 
government should take to assure appropriate, cost 
effective, community-based care for th chronically mentally 



ill? 
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2. I recently introduced legislation to establish a system of 
community-based care for the chronically mentally ill. 
Would you please give me your overall assessment of this 
legislation and provide sptxrific suggestions for modifying 
it so that its enactment would be as helpful as possible 
to the chronically mentally ill? 

While some changes may be indicated insofar &s some of the details of your 
legislation is concerned, on the whole your three bills seems to establiah all 
the services end delivery systems needed by this pop*, «tion. Again I am most 
pleaaed by Section 1919 <S. 1745) which would provide the vast array of 
aocial, medical and rehabilitative services that are so desperately needed, 
and particularly of the need for medical mental health aervices. The changes 
in Medicare reimbursement {Section 5) are particularly welcome and long over 
due- this population as well as the Medicare population in general have been 
sorely neglected by discriminating reimbursement levels for nervous and mental 
disorders, with the older population rapidly growing and the treatment of 
psychiatric illnesses increasingly more effective and this is a particularly 
vulnerable group, it is unconscionable that our elderly most suffer the 
ravages of mental illnesses without the accessibility of proper and 
appropriate treatment. 
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The Chairman. Dr Williams, it is evident from your testimony 
that the Davis County Mental Health Center, I think, is a most ef- 
fective program in meeting some of the broad range of needs of the 
chronic mentally ill. 

Could you describe the ways in which you have been able to 
obtain funding resources, or sources, to make your program work 
successfully? 

Dr. Williams. As was mentioned before in the testimony, the 
partnership is one that is very important, the Federal, State, local 
partnership, as well as being able to provide and access services 
through third-party reimburse rs. 

I think that the concept of having a comprehensive continuum of 
services available and having an individual responsible or an 
agency responsible for the coordination of those services becomes 
more evident as we become more involved. 

I think that part of the reason for that is the ability to assume 
the responsibility of providing a comprehensive continuum of care 
to individuals experiencing mental illness and working with other 
agencies and other provider of services and other sources, in order 
to make sure that appropriate care is given, instead of referring 
the problem off, or not dealing with it. 

I think we are fortunate in our area to have individuals who are 
interested in working together. 

The Chairman. It has come to my attention that you spend a lot 
of your time 

Dr. Williams. I spend a lot of time making sure that that appro- 
priate care is given. 

The Chairman. That is right, but in addition, you spend a lot of 
time working with the local jails. Could you describe your efforts, 
especially in educating law enforcement officials on the need for 
the treatment of these types of individuals who have these prob- 
lems. 

Dr. Williams. We have found that an ongoing training opportu- 
nity for law enforcement officers is necessary. One of the reasons 
for that is there is a great deal of turnover among law enf ..cement 
officers. We have found that by working directly with them on a 
monthly basis, answering questions that they have and providing 
training for them to be able to recognize mental illness has avoided 
a number of these people having to be incarcerated. Oftentimes, 
the mentally ill exhibit behaviors that are misunderstood, and be- 
cause of that, they are frightened, in some cases, and law enforce- 
ment agents are able to identify these individuals and bring them 
to us for further diagnosis. 

We also go into the jails and work with individuals who are expe- 
riencing mental illness who are incarcerated, and make sure that 
their needs are being met. 

The Chairman. You mentioned in your statement that the Com- 
munity Support Program needs restructuring in order to be able to 
better meet local needs. I would like you to maybe take a little 
more additional time and give us more specifics on that in writing 
to the Committee, so that we can have some guidance from you — 
and you also, Dr. Talbott, or any other health professional here. 
We would like to look at those and see what your total suggestions 
are. 
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Also, within the limited resources presently available, I would 
like you to also write to us and get us information on what kinds of 
effective approaches could be developed to better serve the chronic 
mentally ill. We have an opportunity here through this committee 
that I think can be brought together on this subject, and I intend 
to do that. We just need as much expert advice as we can so that as 
we come up with further help for the chronically mentally ill. 

Dr. Talbott, I would like to mention that recently, many individ- 
uals have expressed their concern to me that there needs to be 
more Federal research tunds devoted to chronic mental illness, in- 
cluding schizophrenia and other serious mental illnesses and disor- 
ders. 

As the former president of the American Psychiatric Association, 
could you comment on that? 

Dr. Talbott. Yes, I could not agree more. The amount of dis- 
abling illness that occurs in this country due to the psychotic ill- 
nesses in particular schizophrenia and the major affective disor- 
ders, and the price of those illnesses, which are either episodic or 
continual for long periods of time, is enormous to us. 

We will only truly deinstitutionalize the remaining patients in 
the institutions in this country when we do it through research, 
through effective prevention, effective cure and discovery of the eti- 
ology of these illnesses. In my estimation, the underfunding of seri- 
ous mental illness, which is something like one-hundredth of what 
it would be for some of the smaller illnesses in the rest of medicine, 
is something that is an absolute scandal and a tragedy. We are 
only going to achieve *rue, good community care when we can ad- 
dress those major illnesses seriously through research. 

The Chairman. In your opinion, how has the prospective pay- 
ment system helped or affected the care for the chronic mentally 
ill? 3 

Dr. Talbott. Unfortunately, the way it has been implemented so 
far, Mr. Chairman, has been through lumping large diagnostic 
groups without taking into account severity and chronicity indices. 
With this population, those sorts of indices are necessary. In de- 
signing a nev way of funding for the mental illnesses, we are going 
to have to take that into account, because we cannot explain with 
diagnosis alone, more than about 5 percent of the length of stay. So 
we are going to have to take other things into account, because 
what we do not want is to see on the one hand, the private and not- 
for-profit hospitals beginning to close dowr their doors to the 
chronic mentally ill, and State hospitals continuing to deinstitutin- 
alize, leaving more people in nursing homes, in jails, or on the 
streets themselves. 

The Chairman. I might mention that Mrs. Domenici, who is here 
today, is on the National Institute of Mental Health's Advisory 
Board. We need to see if we can get them to budge a little bit on 
that issue, and we will work with you on that That might be the 
thing to do. 

I did not mean to embarrass you 

Mrs. Domenici. We will do that tomorrow. [Laughter.] 

The Chairman [continuing]. Let me tell you, when she says she 
is going to do it, she does it. 



ERLC 



104 



101 



Now, is Aiere any data on the cost impact of what you refer to in 
your testimony on transinstitutionali^ation? For example, you men- 
tion that there are many chronic mentally ill individuals who are 
currently in prisons. Now, really, doesn't that cost more than hos- 
pitalization, or more than even outpatient care? 

Dr. Talbott. Well, it is hard to cost these sorts of things out. It is 
estimated, for instance, in New York City, it costs something like 
$40,000 a year to keep someone in a jail. I think it is inappropriate 
care. 

The Chairman. It costs much more than the actual dollar cost of 
keeping them in prison. 

Dr. Talbott. It is much easier to get a bond issue for a jail than 
it is for a mental hospital. So that in a funny sort of way, we are 
using those facilities to shift people, too. If you look at our census 
in 1950 and 1980, there has not been any change in the total per- 
centage of institutionalized people in this country; it has not gone 
down. We have only deinstitutionalized one institution — the TB 
sanitaria. While cutting down State hospitals, we have trebled 
nursing homes and we have f he number of Americans in jails and 
prisons. 

The Chairman. Well, I would like both of you to write co us with 
respect to improving therapeutic compliance regarding continuing 
medication after hospital release or after basic release. If you can 
give us some ideas on that— it is a touchy problem for us, a diffi- 
cult problem, and I do not think just asking the generalized ques- 
tion here today is going to be that helpful to us. I think I would 
like to have your best advice to us and to the committee as soon as 
you possibly can get it to us. 

Is that OK? 

Dr. Talbott. We would be delighted. 
Dr. Williams Yes, sir. 

The Chairman, I want to thank both of you very, very much. 
Your written statements are wondc Ail, and your testimony has 
been excellent, and I am very proud of both of you and glad to 
have you here today. 

Thank you for coming, 

I am pleased to welcome our witnesses on the third panel. First, 
I would like to introduce Dr. Bhasker Davp, who is Superintendent 
of the Mental Health Institute in Independence, IA. I am grateful 
for your coming, Dr. Dave. 

Second, I would like to introduce Dr. Leonard Stein, who is pro- 
fessor of psychiatry at the University of Wisconsin. 

And finally, I would like to introduce to the committee and wel- 
come Joseph Rogers, who is the associate director of the Mental 
Health Association of Southeast Pennsylvania. 

Dr. Dave, we will begin with you. I may have to interrupt you at 
the end of 5 minutes. Please do not be offended. Just summarize, 
though, as best you can. Your statements are excellent, and we are 
going to put them completely in the record as though fully deliv- 
ered. 

Dr. Dave. 
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STATEMENT OF DR. BHASKER J. DAVE, SUPERINTENDENT, 
MENTAL HEALTH INSTITUTE, INDEPENDENCE, IA; DR. LEON- 
ARD STEIN, PROFESSOR OF PSYCHIATRY, UNIVERSITY OF WIS- 
CONSIN MEDICAL SCHOOL, MADISON, WI, AND JOSEPH A. 
ROGERS, ASSOCIATE DIRECTOR, MENTAL HEALTH ASSOCIA- 
TION OF SOUTHEAST PENNSYLVANIA, ON BEHALF OF THE NA- 
TIONAL MENTAL HEALTH ASSOCIATION, ALEXANDRIA, VA 

Dr. Dave. Thank you very much, Mr. Chairman. 

I too want to thank you very much for inviting me here. I feel 
that it is a great personal privilege to be here to testify before the 
Senate Committee on Labor and Humrn Resources. 

My name is Bhasker Dave, and I am the superintendent of the 
Mental Health Institute at Independence, IA, and am the immedi- 
ate past president of the Iowa Psychiatric Society. In both these ca- 
pacities, I have been personally made aware of the concerns and 
needs of the chronically mentally ill. 

In my prepared statement, I have faced the various stages in 
the pattern of care for the chronically mentally ill. This particular 
care in Iowa has parallelled the developments across the Nation, 
namely, creation of the asylums in the 19th century, the mental 
hygiene movement at the turn of the century, the community 
mental health center movement, and the deinstitutionalization 
with rrpid emptying of the State psychiatric hospitals. 

The chronically mentally ill in the community need a broad 
range of services, provided by a variety of community based agen- 
cies. These services include adequate mental health care, crisis 
intervention, several psychosocial services, vocational services, ap- 
propriate housing and living arrangements, and others. 

Often, many of these services are not available within the com- 
munity or, where they art available, th^ chronically mentally ill 
fail to avail themselves of services, drop jut of programs, and gen- 
erally have difficulty negotiating the service system. 

To remedy these deficiencies in community mental health care, 
the National Institute of Mental Health in 1977 launched its pilot 
Community Support Program, which was designed to stimulate 
States and communities in developing comprehensive community 
support systems, or CSS. 

The CSS movement has gained a firm foothold in Iowa, being 
provided currently through 24 of 32 community mental health cen- 
ters in the State. The first CSS program began in Iowa in 1972. By 
1982, 10 centers were providing such services to 18 of 99 counties in 
Iowa. 

Iowa began receiving the Federal CSS funds in August 1982, and 
the CSS movement gained considerable momentum. By November 
1984, 2 years later, there were 24 projects covering 59 of 99 coun- 
ties in Iowa, with an active caseload of over 1,600 patients. 

In Iowa, the major barriers to continued placement and mainte- 
nance of the chronically mentally ill in the community include: 
One, family and public awareness and understanding of the nature 
of chronic mental illness and resultant behaviors; two, comfort 
levels of service providers in dealing with persons who are chron- 
ically mentally ill; three, sponsorship, resource availability, and in- 
terest levels among community mental health professionals in de- 
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veloping and implementing such services where projects are not 
currently existing; and four, continuation of funding mechanisms 
for existing community support projects when Federal and State 
grants expire. 

Recently, I saw a 37-year-old patient who was brought to an out- 
patient setting after he was found living under a freeway overpass 
in Cedar Rapids. Another 24-year-old man with a documented his- 
tory of schizophrenia for the previous 5 years was 1 jught to the 
clinic after he complained of considerable anxiety to his parole offi- 
cer upon discharge from a correctional facility, where he had been 
for the previous 15 months. The patient told me: 

While I was in prison, there was a lot of structure, and I could do wi'.hout my 
medications Now that I am out, I am feeling extremely tense and anxious, and I 
feel I had better get back on my medications before I begin to hallucinate again 

Patients such as these are indeed being seen by mental health 
professionals across the State of Iowa. The problems of the chron- 
ically mentally ill thus are not unique to the densely-populated or 
industrialized States, such as New York, Michigan, or California. 

The Chairman. Doctor, let me interrupt you at that point. I 
th^nk that is a good point to interrrupt you on. There is just no 
question about it, and we are going to pay particular attention to 
your full statement. It is an excellent statement, and we appreciate 
you being here and taking time to be with us today. 

Dr. Dave. Thank you. 

[The prepared statement of Dr. Dave follows;] 
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Mr. Chairman, and distinguished Memcers of the committee 
My name is Bhasker Dave, M.D., I am the Superintendent of the Mental 
Health Institute at Independence* Iowa, one of the four state psychiatric 
hospital* in the State of Iowa. I am the immediate past-President of the 
Iowa Psychiatric Society. In loth these capacities, I have been person- 
ally made aware of the concerns and needs of the chronically mentally ill, 
barriers in meeting the - need9 and priority need areas, in our state. I 
feel greatly privileged to be invited to testify before the Senate Committee 
on Labor and Huiw Resources and present my views on the chronically ten- 
tally ill in Iowa. 
Background and History 

Historically* the pattern of care foi the chronically mentally ill in 
Iowa has paralleled the developments across the nation. In an effort to 
improve the care of the mentally ill, private and ttate-supported psychia- 
tric hospitals were opened across the country durng the 19th cencury. The 
state-supported asylums soon became overcrowded with chronic, indigent pa- 
tients, and were only able to provide custodial care. The turn of the 
century saw the birth of the mental hygiene movement with the publication 
of a book titled "A Mind That Found Itself" in 1908, in which Clifford Boers'/ 
a <*< stinguished b\ sinessman , described his personal experience as a mer*"*l 
patient. This movement* however* was unable to make any dramatic changes 
in the care of the mentally ill, and the number of patienta in state mental 
hospitals increased from 150*000 in 1*03 to 512,000 in 1950. These hospitals 
became increasingly more crowded, the levrl of care deteriorated, and they 
became essentially chronic caie facilities providing lonc^-term custody of 
the poor and disabled. 
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Public and professional concern led ultimately to the formation of 
the Joint Commission on Mental Illness and Health in 1955 The final re- 
port of the Commission, "Action for Mental Health", published in 1961, en- 
couraged the concept of community mental health care The community 
mental health movement was launched in 1963 with the passage of the Com- 
munity Mental Health Center Act. Also, jn the rrud-1950's newer psycho- 
tropic medications were introduced and concern was raised about the civil 
rights of psychiatric patients. These and other factors led to "deinsti- 
tutionalization* , with rapid emptying of the state psychiatric hospitals. 
In 1955 there were 559,000 patients in state hospitals in the United States. 
Today there are approximately 120,000. 

In Iowa, four state psychiatric hospitals were constructed daring 
the second half of the 19th century The patient population at these 
four hospitals decreased from 5,382 ir 195't to 1,074 in 1971 and to 800 in 
1984. 

A primary objective of the community mental health center movement 
was to substitute community-based care for freaaent or extended psychiatric 
hospitalization of persons with chronic mental illness. It was assumed 
that the community mental health centers would provide appropriate after- 
care services to continue their rehabilitation in the community and pre- 
vent unnecessary ^hospitalization. However, evidence accumulated to date 
suggests that community-based rehabilitation has not been as successful as 
anticipated 

Several factors wire recognized as contributing to the difficulty 
involved in rehabilitating chronically mentally ill people within the 
community The chronically mentally ill have a host of special and unique 
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problems such as extreme dependency needs, high vulnerability to stress, 
difficulty coping with the demands of everyday living, deficient inter- 
personal skills » passivity, tendency towards episodes of acting out be- 
havior, lack of motivation, and lack of adequate social supports. These 
problems make it difficult for chronically mentally ill individuals to 
secure adequate income and housing, to develop social support systems , 
and to hold down jobs in the community. Consequently, these persons need 
a broad range of services, provided by a variety of community' based agencies. 
*\^ Often many of these services were not available within the community, 
or where high quality services were available, the chronically mencally 
ill failed to avail themselves of services, dropped out of programs, and 
generally had difficulty negotiating the service system. Another deficit 
n the delivery of community-based services to the chronically mentally 
ill patient had been the lack of designated responsibility for their care. 
Different agencies had provided various fragmented services, but no single 
agency was responsible for coordination of care, continuity of car*, and 
the interagency communication necessary to ensure comprehensive care. 

As experience with deinstitutionalization continued, it was recog- 
nized that, while major psychiatric disorders could be readily stabilized, 
they frequently are characterized by indefinite, scmetimes permanent, im- 
pairment and acute symptomatic flare-ups. In other words, "curing" may 
be a long-term, possibly lifetime, process. 

To remedy these deficiencies in community mental health care, the 
National Institute of Mental Health (NIMH) launched the pilot Community 
Support Program (CSP) in the fall of 1977, which was designated to stimulata 
states and communities in developing "comprehensive community support systems" 
for mentally disabled adults 
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In a 19B0 NIMH Report "NIMH Def ^.itxor.s and Guiding Principles for 
Coorounity Support Systems (CSS)", CSS is defined as " an organized net- 
work of caring and responsible people committed to assisting a vulnerable 
population meet their needs and develop their potentials without being 
unnecessarily isolated or excluded from the community" 

Tha ten recognized functions or components of a CSS as stated in the 
NIMH Report are. 

• Outreach, locate patients, reach out to inform them of available 
services, provide access to needed services and resources by ar- 
ranging transportation or, if necessary, by taking the services to 
the patients. 

• Basic human needs help patients meet basic human r.eeds for food, 
clothing, shelter, personal safety, general nedical and dental 
care, and assist them in applying for income, medical, housing 
and/cr other benefits which they nay need and are entitled to. 

• Adequate mental health care provide ongoing mental health care, 
including diagnostic evaluation, prescription, periodic review and 
regulation of psychotropic drugs and community-based psychiatric, 
psychological and/or counseling and treatment services. 

• Crisis intervention provide 24 hoar quick zesponse crisis assis- 
tarce, directed toward enabling both the patient and involved 
family and friends to cope with emergencies, while maintaining the 
patient's status as a functioning member of the community. This 
should include round thtr clock telephone service, on-call tramtd 
personnel and option^ for either short term or partial hospitali- 
zation or temporary supervised community housing arrangements. 

a Ps/chosocial ser".ces prov.ee cor^rehensive psycho-social services 
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including helping patients evaluate strengths and weaknesses, pro- 
viding training in daily and community living skills/ developing 
social skills and leisure time activities, and aiding patients 
in finding and making use of approDriate employment opportunities, 
vocational rehabilitation services, or other sheltered work en- 
vironments • 

• Housing and living arrancrenents provide a range of rehabilitative 
and supportive housing options for persons not in a crisis who 
need a special living arrangement. The choices should be broad 
enough to allow an opportunity to live in an atmosphere offering 
the degree of support necessary while providing incentives and 
encouragement fo*. patients to assume increasing responsibility for 
their lives. Some supportive living arrangements must be available 
on an indefinite duration basis 

• Support and assistance: offer backup suppo~t , assistance, con- 
sultation ana education to families* friends, landlords, employers, 
community agencies and others wio come in frequent contact with 
mentally disabled persons, to maximize benefits ard minimize prob- 
lems associated with the presence of these persons in the community 

• NaLura A w»pport s> stems recognize natural support systems, such 
as neighborhood networks, cnurches, community organizations, 
commerce and industry, and encourage their to increase opportunities 
for nentally ill patients tc participate in community life 

• Grievance procedures establish grievance procedures and mechan- 
isms to protect patient rights, both x n and outside cf mental health 
or residertjal facilities 
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• Case management facilitate effective use of 1 jrmal and informal 
helping systems, by desigrating a sirgle person or team responsible 
for helping the patient make informed choices about opportunities 
and services, assuring timely access to needed assistance, pro- 
viding opportunities and encouragement for self-help activities, 
and coordinating all services to meet the patient's goals. 
The last function mentioned is perhaps the most significant element 
of a CSS. A core service agency will have designated responsibility for 
the continuity and coordination of care of the mentally ill patient via 
a case manager (single person or team) who is responsible for remaining 
in touch with the patient no matter how many other agencies become in- 
volved Case managers have the responsibility of assessing patient needs, 
planning to meet these needs with input from the patient and other ser- 
vice providers, linking the patient to other needed service elements, 
monitoring patient progress, and advocating on behalf of the patient. 
Community Support Services in Iowa 

The community support services are designed to meet the needs of 
chronically mentally ill adults Chronic mental illness is operationally 
defined as adults who have a variety of psychiatric diagnosis, including 
organic mental disorder; or schizophrenic, paranoid, affective or other 
psychotic disorder They also 1) have a relatively poor employment hie- 
tory resulting from the behaviors associated with the preceding diagnosis 
and related episodes of hospitalization) or 2) have the absence or im- 
pairment of a functional natural support system such as family or friendei 
or 3) have a low level of functionir; which interfers with the peraon'e 
abilities to 1 .ve independently 
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Current est^-nates _f the -^be: -f .'ur^.j.^ ne-taily ill in 
America range from 1 " to 3 pilUo* ^ei" are an estimated 21,000 
adults in Iowa ^hc meet the d«im.*t-o- of -'r. r ::al., -e r tally nl 
About one-half of these couid oeref^t fiy v^nr.- .t, ^jppoit st-rnces 
and successfully remain in the conrur i: . , fu^ctie-irg to their maximum 
potential. 

In Novembt nd December, 1982, tne Division of Mental Health, 
Mental Retardation and Developmental Disabi 1 lties (of Department of 
Human Services, State of Iowa) conducted a survey of the ten established 
CSS projects, which covered 2 5 counties in Iowa. The survey was intended 
to provide information on the effectiveness ard utilization of CSS by 
chronically mentally ill patients in the community, to assist ir plan- 
ning for future development of CSS and to comply with federal reporting 
requirements . 

Data was collected on 389 patients, or a sample of 45% of th»_ es- 
timated total of 971 patierts participating in these already established 
CSS projects. Survey findings are summarized below. 

Most CSS patients were women, 58% female, 42% male This is almost 
the same proportion as in the general CMHC caseload, which is 57% female. 
Most CSS patients were White (97%), and the remainder Black (2%), His- 
panic (.8%) and Asian (.3%) The majority (80%) of CSS patients lived 
in urban areas. Mcst CSS patients lived with relatives (37%) or alone 
(31%). Most CSS patients (80%) had families living within one hour's 
travel t->:.»e, and most families (67%) were judged to be supportive. 

The majority (53%) of CSS patients were in the 26-44 age group, 
while 14% were under 25 and 5% ^ere over age 65 
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The most com^o-. psychiatric diagnosis was Schizophrenia (54%). 
Affective Disorder ranked second, with 15%, followed by Anxiety 
Disorder, Personality Disorder, and Adjustment Reaction, each with 
5% Most (76%) CSS patients were taking from one to three psycho- 
tropic medications, with the largest percentage taking only one 
psychotropic medication (34%). There were 18% who took no psycho- 
tropic medication. The majority of these individuals were taking no 
non-psychotropic medications (63%), 35% were taking from one to three 
non-psychotropic medications 

The "average" CSS patient was a white female, aged 36, who first 
had contact for mental health care iO-15 years ago. The average indi- 
vidual had been hospitalized for a total of about 20 months since first 
contact for mental health care, which was for inpatient services. Since 
entering CSS, nost patients had not been hospitalized. The typical CSS 
patient had no handicap other than mental illness, had been diagnosed 
Schizophrenic, and was takng one psychotropic medication. 

This "average" patient *as a high school graduate, who had never 
married. Most CSS patierts lived with family members in an urban area 
(defined as 2,503 popuiatior ci more) About one-third also lived alone. 
Most were unemployed and not looking for work. CSS families were gener- 
ally supportive, providing some income The primary source of income 
for CSS patients, however, was Social Security Disability Insurance, in 
brief, this "average" patient had met some success; the mental illness was 
probably well controlled nth medication, and patient's family was gener- 
ally supportive The average CSS patient had not, however, achieved 
independence at the a^e of 36, still lived with family, had not married 
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due to poor interpersonal relationships, .iad not obtained or maintained 
a 30b, and, undoubtedly, was straining family resources. 

The most heavily used component services were mental health care 
(97%), case management (96%), psycho-social services (90%), outreach 
(90%), and support and assistance to families/communities (87%). The 
emphasis in CSS in Iowa, therefore, seems to be in locating CSS patients, 
linking them with mental health services, facilitating the patient's use 
of the formal and informal helping networks, and in offering support to 
families and communities to ease the patient's adjustment to the commun- 
ity environment. 

Over half, used the components of meeting basic human needs (68%) 
and crisis intervention (66%). Tnis finding may reflect the patient's 
relative success in obtaining family support or entitlements through other 
agencies such as the State Department of Human Services. Data on current 
income indicated that 62% received some type of Social Security entitle- 
ment An almost equal number were wage earners (12%) or received mone- 
tary support from relatives (12%) as their first source of income. The 
fairly high usage of crisis intervention services speaks to the need for 
quick response to alleviate stress, which may precipitate hospitalization. 

The moat infrequently used component services were housing and living 
arrangements and grievance procedures. 
Issues and Barriers 

Community support services are effective if, in addition to the de- 
signated case manager function, adequate support, skill building, and 
treatment services are available. The current situation in Iowa indicates 
that while almost half the state has case management and social adjustment 
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be.\.-r '„'te v tfc ava.iible, sz*z .al .;e: l*.".-:; arrangements (supervised 

apai tme^ts 1 , iartiii. l v al * zat*c I ia : ro^ranm^g 1 , and vocational 

ser ices rarti-„Iarl/ -+ e-;ob t:2 A r ^^) art r,z* avan^xe. f 

The ma;cr barriers to contirued placement and maintenance of the 
chronically mentally ill patient in the community include: 

• Family and public awareness and understanding of the nature of 
chronic mental ill-ess and the resulting behaviors which -an 
fce expected of persons witn this illness; 

• Confort ^eveis or providers of services and other non-providers 
(' e , landicrdsj m providing services and dealing with persons 
who are chro r i.cally mentally ill, 

• Spo-sorship, resource availability* and interest levels among cao- 
nurity nertai healt v professionals in the development and lmple- 
r.e-tation of conru-ity support services unere such projects cur- 
rently Jo ret exist and 

• Cc- tin uation of fu'dmc: mechanisms for existi^q community support 
prefects *he: federal and statp grarts expire. 

Priority Need Areas 

The following rricrit^es for continued community support project 
development ard enhancement *ere developed m coordination with the St*' < 
wide Coimt^nty Support Planning Co'nmittee and the Case Managers Group of 
local community support pro}ects They are based upon the needs assess- 
ment survey as well as available data from the various individuals and 
organizations involved ^n delivering services to chronically mentally 
ill patients 

• l^ev^l ~ei 1 :i .dse ranage-iert projects in those community mental 
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health center service areas that do not have community support 
services projects at present, 

• Expansion of existing community support services components other 
than case management in areas of the state chat do not currently 
have such components, particularly socialization and drop-in 
c»nters» day programming supervised apartment, and other living 
arrangements ; 

• Availability of emergency services with face-to-face back-up in 
rural communities when a chronically mentally ill patient has a 
crisis; and 

• Availability of continued training and technical assistance to 
local community support services providers in such areas as clini- 
cal skills building, developing and using volunteers, constituency 
building, and developing family support groups. 

Currant Status of CSS in Iowa 

CSS has gained a firm r^oth^ld in low; The case management compo- 
nent of community support services is provided through 24 of 32 community 
mental health centers in the State 

While the first CSS program in Iowa began in 1972, the development 
Of comprehensive CSS programs as defined by NIMH beqan in 1979. By 1982, 
tan ctnters were providing community support services to 18 Iowa counties. 

These CSS programs served 871 individuals in FY' 82. A total of about 
$612,000 was spent on CSS programs in Iowa in FY' 82. The average program 
cost was approximately $61,000, averaging about $700 pel CSS patient per 
year, 

Iowa began receiving federal CSS funds in August, 1982. This led 
to considerable growtn in CSS, and by November, 1984, there were 24 projects 
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co\ enna oj joj-.t^es ir t^a w^tn a- act.'.e caseload of aoojt 1,632 
patients Add^ti^-ail^ ( a -briber of persons were receiving partial 
hospitalization (269 j.a.^.e'-ts) ard /ccationai services (8Q&) . (Some 
patients may ever te receiving all three services The count is not 
unduplicated ) 

The 1982 Iowa survey indicated that CSS participation resulted in 
a reduction in length of time spent in inpatient care Prio^ to CSS, 
69% of the patients had been hospitalized more than three months; since 
CSS only 12% had been hospitalized a comparable length of time. Prior 
to CSS, 3b% of the patients had spent more than a year in a hospital. 
Si»">ce CSS, only 1% have spent noie than a year m hospital care. 
Average nunner of da,,s stent m the hospital was reduced from 62 days 
pre-CSS tc 22 day* post-CSS 

J^st last wee* I saw a 37-year old man who was brought to an out- 
patient setting after he was found living under a freeway overpass in 
Cedar Rapids Another 24-year old man with a documented history of 
'-c 1 - 1 zochrenia for pre^cus five years was brought to the clinic after he 
co-i:;iained of cc-sideraMe anx^etv to his parole officer, upon di»ciiaj.ge 
fron a correctional facility where he had been for the previous 15 months. 
The parent told ne , "While I was in the prison there was a lot of struc- 
ture and I could do without my medications Now that I am out, I am 
feeling extremely tense and anxious and I feel I should get back on my 
medications befcre I begin to hallucinate again." 

Patients such as these are indeed being seen by mental health pro- 
fessionals across the State of Iowa. The problems or the chronically men-' 
tally ill, thus, are not uniaue to the densely populated or industrialized 
states sich as Ne* ^ork, v i iJiar oi California, but indeed are a nation- 
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wide concern. With the crisis in farts economy, residents of rural states 
like Iowa, are facing painfully challenging times, particularly those 
who must turn to the State and Federal governments for assistance in 
coping with financial, emotional, health or social dilemmas. Faced with 
limited revenues, extremely tight budgets and high caseloads, the pro- 
viders of care for the chronically mentally ill, must come up with inno- 
vative approaches to service delivery and the ability to maintain these 
services at the highest possible levels. 

I believe that a properly planned and developed Community Support 
Services System can indeed provide appropriate and adequate care to the 
chronically mentally ill m the local community, and reduce considerably 
the need for repeated hospitalizations for many of them 

Mr. Chairman, I want to thank you and the Committee for your 
attention 
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The Chairman. Dr. Stein, let me turn to you at this point. 
Dr. Stein. Thank you, Mr. Chairman. 

I am Leonard Stein, professor of psychiatry, University of Wis- 
consin Medical School, and medical director of the Dane County 
Mental Health Center. 

Our mental health center has been designated by the National 
Institute of Mental Health as a national training resource for com- 
munity support programs, and over the past 2 years we have 
trained over 250 people from 30 States and several foreign coun- 
tries. 

I would like to make several points today. One i3 to make a com- 
ment on the deinstitutionalization debate; talk about the clinical 
problems chronic patients have, and give an example of a success- 
ful system of care. 

The Chairman. Doctor, could I interrupt you for a second? 

Dr. Stein. Certainly. 

The Chairman. I have to leave, and Senator Grassley has been 
kind enough to come, not only because of Dr. Dave being here, but 
to chair the rest of the hearing. 

This hearing is particularly important to me and other members 
of this committee. We have really appreciated the efforts that have 
been put forth. And I want all of you to send in the information 
that I have been asking for throughout this hearing, in addition to 
the excellent statements you have given us here today. 

I want to thank my colleague for being willing to chair the latter 
part of this hearing so that I can get to another very important ap- 

E ointment. This is, I think, one of the most important hearings we 
ave held in a long time, and certainly, in this area. 
Senator Grassley [presiding]. I would ask you to continue in the 
same order and under the same conditions as the chairman previ- 
ously announced. 
Dr. Stein. Certainly. 

The three areas that I want to touch on today are the deinstitu- 
tionalization debate; the clinical problems of chronic psychiatric 
patients, and give an example of a successful system of care. 

First, on the deinstitutionalization debate, the deinstitutionaliza- 
tion movement is conceptualized as a two-step process — outplace- 
ment of patients from public mental hospitals into the community, 
and second, the coincident development of community-based sys- 
tems of care. 

When we read about the homeless mentally ill, the mentally ill 
in jails, the mentally ill who are revolving in and out of our hospi- 
tals, we have read that deinstitutionalization has been a failure. 
However, when one looks at areas where comprehensive systems of 
community-based care have been put into place, in every instance, 
it has been a success. Thus, the failure has not been deinstitution- 
alization, but the failure to compete the deinstitutionalization 
movement by the development of comprehensive systems of care. 

Because of time, let me skip on and talk about a successful 
system of care that was developed in Dane County, WI. Dane 
County has a population of 330,000 people. Because two of the Wis- 
consin State hospitals are in our county, and many patients from 
other counties were discharged into Dane County, we are overrep- 
resented with chronic mentally ill people. Nevertheless, we have 
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developed a very successful system of care. We have case manage- 
ment, assertive outreach, which ensures that people who drop out 
of service or who do not wunt to come in for services get services 
by our staff going to their homes, neighborhoods, places of work, on 
the streets, et cetera. We have crisis intervention services available 
24 hours a day. 

As a result of that, hospitalization in Dane County is very low 
The revolving door syndrome has been virtually eliminated. There 
are virtually no homeless mentally ill in Dane County. We have 
not transinstitutionalized our population; that is, we have very few 
in jails, we have no large nursing homes. The vast majority of our 
people are living in independent settings. 

In other words, deinstitutionalization has been a success in Dane 
County. 

It is important to note that Dane County is not richly funded 
with mental health funds. In fact, we get less than the national av- 
erage per capita for mental health funds. The way we have been 
able to develop this comprehensive system of community-based 
care is by reallocating funds. In other words, the national average 
is to spend 70 percent of the mental health dollar on the hospital, 
30 percent in the community. In Dane County, we spend only 15 
percent on hospital care, 85 percent on community care. 

This ability to reallocate funds has made it possible for us to de- 
velop a comprehensive system of care which has shown that dein- 
stitutionalization can be successful. 

There are many barriers to these kinds of programs to be spread 
thioughout the country, and those barriers were mentioned earlier 
by earlier witnesses. Let me just say that the proposed legislation 
has potential to make a significant impact on some of these bar- 
riers. 

Thank you very much. 

[The prepared statement of Dr. Stein follows:] 
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STATEMENT OF LEONARD I. STEIN, H.D. 



Mr. Chairman, my name 1s Leonard I. Stein. I am a psychiatrist and 
professor of psychiatry at the University of Wisconsin Medical School. I 
will suwnarlze my testimony and, with the committee's permission, submit 
the full text for the record. 

My special concern 1s the treatment of chronic psychiatric patients 
and I am a member of the American Psychiatric Association's committee on 
the chrome mental patient. In the early 1970'? I was the co-developer of 
a program for the treatment of chronic psychiatric patients that won the 
American Psychiatric Association's Gold Medal Award 1n 1974. I am Medical 
Director of the Dane County Mental Health Center 1n Madison, Wisconsin, 
which has been designated by the National Institute of Mental Health as 
the National Training Resource for Community Support Programs for the 
chronically mentally ill (CMI). In the past 24 months, we have trained 
more than 250 persons from 30 states and several foreign countries. 

Today I will outline the principles of treatment, describe a system 
o f care based on those principles, and finally outline the barriers which 
have Interfered with the development of needed services for CMI persons. 
Before going on to those three areas, I would like to clarify the debate 
about constitutionalization. 

We have read about the homeless mentally 111, about the mentally 111 
being put into jail instead of being treated and about mentally ill 
rotating in *nd out of our hospitals. We are told that these are the 
consequences of deinstitutionalization and thus deinstitutionalization has 
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failed. To understand what went wrong, we oust remember that 
deinstitutionalization was conceived as a two-step process: 
1) outplacement of patients from large public Mental hospitals and 2) the 
coincident development of a comprehensive system of community-based 
services for those patients. Me know the first step wa? enormously 
successful. We have reduced public mental hospital populations from more 
than 550.000 1n 1955 to less than 150,000 today, unfortunately. 1n most 
parts of the nation, the seconc cep has not jet been taken. 

The consequences of failure to develop community based systems of 
mental health care for chronic mentally ill people are described above 
and thus we have substituted one poor system of care, the "warehousing" of 
patients 1n large state institutions, for another system that 1s equally 
Inadequate and Inhumane, — neglect, transinstitutlonallzation and the 
"revolving door" syndrome, allowing patients In our communities to 
deteriorate, hospitalizing them, then once more discharging them to 
Inadequate care, only to deteriorate again and return to the hospital 
again and again. 

However, the knowledge we have accumulated 1n the past 15 years 
supports the premise that we can outplace patients from our hospitals and 
provide them suitable care in the comnunity. We have learned how to help 
chronic psychiatric patients live a stable life 1n the comnunity. In 
every Instance where a comprehensive system of community care for the 
chronic mentally 111 has been established and evaluated. 1t has been 
successful. Thus, ^Institutionalization has n ot failed, the failure 
has been to complete the deinstitutionalizati on process through the 
development of comprehensive systems of community care for CHI persons. 



The Clinical Problem - Conceptual Framework 

To understand the kind of treatment the CMI person requires, 1t is 
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Important to understand the Illness they suffer from. These persons 
suffer from a chronic Illness whose onset 1s usually 1n late adolescence 
or early adulthood, and which 1s lifelong 1n duration. To date we neither 
know how to cure or prevent the illness. But over the past 15 years we 
have learned a great deal 1n how to Improve Its management. It 1s an 
Illness characterized by exacerbations and remissions - I.e., there are 
periods when 1t worsens Jnd periods when 1t 1s more quiescent. During a 
flareup the patlen* suffers an Impairment 1n his ability to test reality. 
The patient may hear voices, believe he 1s being persec d and behave 1n 
bizarre ways. We know how to quickly and effectively to treat the flareup 
through the use of medications and at times the appropriate use of the 
hospital. During the quiescent period the patient is generally 1n good 
touch with reality but suffers from other impairments which interfere with 
his ability to make an unassisted stable adjustment to community 
life. Those impairments are the following: Sensitivity to stress, 
difficulty with interpersonal relationships, and a deficit in coping 
skills. The therapeutic strategy is to prolong the stable or quiescent 
stage as long as possible and decrease the frequency, Intensity and length 
of time that the flareup stage occupies, ims tnerapeuuc budieyj .> i.w 
different than that used with people suffering from other chronic 
illnesses such as arth-itls or diabetes, which are also illness 
characterized by exacerbations and remissions, have no prevention or cure, 
and where we have learned quite well how to manage the Illness so as to 
prolong the periods of relative quiescence and Increase the patient's 
ability to function in the community. 

The major clincal problem presented by persons suffering from CHI 1s 
helping them organize and maintain those needs that are necessary to 
establish a stable adjustment to community life. The needs are quite 
obvious; in essence they need exactly what the rest of us do. They need a 
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place to Mve; they need an opportunity to socialize; they need some kind 
of meaningful vocational or avocatlonal activity that anchors their day, 
gives them a reason to get up 1n the morning, and gives some meaning to 
their lives; they need finances; medical services; mental health services 
and crisis Intervention services. Their only need that the rest of us do 
not specifically require 1s support directed at the community In which 
they live. The community must be helped to learn how to accept their 
presence and accept them as members. Any treatment organization that 
works with this population must understand that supporting the community 
1s just as Important as providing support to patients. The reason the CM! 
person has difficulty in arranging and maintaining the above needs 1s a 
consequence of their impairments of sensitivity to stress, difficulty with 
interpersonal relationships and deficit in coping skills. These 
impairments are ongoing, do not respond to medication and must be 
addressed on an ongoing basis. Research has clearly shown that hospital 
treatment does little to influence these impairments and that community 
treatment does have a significant Impact on helping patients maintain a 
stabie adjustment to community life. In summary, effective treatment of 
CMI must have a comprehensive and integrated system of community fmased 
services as the primary locus of care. Services must not be time 
limited; CMI persons suffer from a life- long disorder and thus treatment 
must be ongoing in nature. 

The following section describes the principles we have found 
effective in working with the patient and working with the community. 

Work<ng with the Patient 

I. An assertive approach to monitor patients, seek them out if 
they do not come in for services and actively *ork to keep 
them involved in treatment. 
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II. Ta lor treatment" to meet the~1nd1v1dua1 needs "oT patients. ~ 

Interpret treatment broadly so that 1t Includes everything 

from dedication to financial assistance. 
III. Provide 1n vivo services so that when necessary staff will 

90 ana work with patients 1n their homes, places of work, 

the streets, etc. 
IV. Capitalize on patients' strengths. In addition to treating 

psychopathology, recognize patients' strengths and ut111?« 

them In the hab111tation process. 
V. Provide sufficient support to patients to keep them motivated 

to continue the hard work of adjusting to life 1n the community. 

The amount of support will vary and thus must be titrated so 

as not to retard the growth towards autonomy. 
VI. Relating to patients as responsible citizens. In order to 

increase patients' autonomy and decrease community resistance 

to CHI persons living 1n the community, it 1s crucial that both 

patients and other romraunity members recognize that CHI persons 

are full fledged citizens of the community and thus have both a 

LA A. _ l_ J .L1.,.i... A - k. _ 1. . k. J M 4 . - - »" 
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the community. 

VII. Crisis services must be available 24 hours a day, seven days a 

week. These services must truly help persons resolve their crisis 
rather than acting as a conduit to the hospital. 

Working with the Community 

Providing support to the community members who are 1n contact with our 
patients such as family members, landlords, storekeepers, agencies and 
so on is just as important as working with the patient himself. These 
community members' attitudes about and modes of relating to patients 
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•re significant factors In Influencing how well oir patients do. The 
following are the principles we use 1n working with the community. 
I. An assertive approach 1s as crucial to successfully working 

with the community is 1t Is to working with patients. 
II. Utilizing a wide variety of community resources. There 

are nany services available to the citizens of the community 
that were not specifically created to help CHI persons. With 
education and support many of these services can be made 
available to the CHI citizens of the conwunity. 
III. Providing education and support to community members. 

Educating shopkeepers, landlords, police, etc., in how to 
relate to CMI persons and giving them support when needed leads 
to better patient functioning and greater community acceptance 
of CM I persons. 

IV. Retaining responsibility for patient care leads to ensuring 
continuity of care. Although many providers of service, from 
private physicians to social welfare agencies, are involved 
with a CMI person; the responsibility for ensuring that the 
services are actually aeiiverea in an inteyrdLcu labmuit ihuji uc 
fixed to One agency or case manager. 
V. Working with the family is crucial to a successful 

outcome. For too long mental health professionals have 
victimized families of CMI persons by holding tham responsible 
for causing the illness. We now know better and have learned 
useful ways of helping families and their ill member. 

An Example o f Comprehensive Community Services for the CMI 

Dane County, Wisconsin, has a population of approximately 300,000 
persons. Approximately 175,000 live in Madison with the remainder 
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living 1n small towns and farms. Dane County has a nationally 
recognized comprehtnslve community Support system for chronic 
psychiatric patients. The county has identified approximately 1100 
Individuals suffering from chronic mental Illness and has creatively 
used funding mechanisms to develop a broad-based, multi-agency system 
of care for Its CHI population. It is Important to note that the 
system is not especially well-endowed with funds to run a 
•model" program. In fact, Dane County receives less than the average 
Wisconsin county per capita for Its mental health programming. There 
are primarily two factors which have made it possible for this county 
to provide excellent services to the CHI. First, it is the county's 
policy that its highest priority is to treat those in greatest need of 
treatment; i.e., persons suffering from severe mental illness and 
those in crisis. Secondly, it uses what funds it does have creatively 
to develop incentives for the service providers to treat this 
population in the least restrictive alternative. The major strategies 
to accomplish the above are budget strategies and comprehensive 
community programming. 

Budget Strategy 

Limited resources cannot support both a large hospital population 
and a comprehensive system of community based programs. Fortunately, 
the availability of comprehensive community services dramatically 
reduces the need to use the hospital and produces a superior long-term 
clinical result. In order to promote community based services, Oane 
County contracts with a wide range of conmunlty based providers for 
services with an emphasis on services for the CMI^and persons in 
crisis. In addition, Dane County budgets for anticipated inpatient 
costs based on last year's usage. If actual inpatient costs are 



ERLC 



130 



127 



coming 1n lower than projected, unused monies are funneled to existing 
agencies to increase community based services. On the othtr hand, if 
inpatient costs exceed the budgeted amount, community program budgets 
for the following year are cut in order to budget for the anticipated 
higher Inpatient costs. This Is all possible because the dollar 
literally follows the patient. If patients arv» hospitalized In any 
hospital Including the state hospital, the roun.v pays the bill. 
Contracting for services also makes the above procedure possible since 
the service providers are, for the most part, non-profit corporation 
agencies not county agencies, and thus are not protected by civil 
service. The jobs of the staffs of those agencies are literally 
dependent on there being sufficient money in the county's mental 
health budget to support their salaries. If the inpatient bill goes 
up everyone is acutely aware that agency budgets will be cut and jobs 
will be lost. This fact provides real incentives to work with 
difficult patients rather than get them out of the system through 
long-term hospitalization. Short-term hospitalization Is used when 
necessary and since the need to use the hospital varies inversely with 

itv nrnnramml nn . thp system for 

community care becomes self-reinforcing. 

The county uses two monitoring mechanisms to keep hospital costs 
down. The first is to use the Crisis Intervention Service (CIS - 
which will be described in the next section) to act as gatekeeper of 
all patients on county monies who are admitted to the hospital. The 
county has given CIS the power to authorize or withhold payment to 
hospitals and attending physicians for inpatient care. The CIS 
screens all patients presenting for admission and either authorizes 
payment for inpatient care or takes over the clinical responsibility 
for treating the person in the community. Over the past five years 
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they have averted approximately 75 percent of the potential 
admissions. The other monitoriuo, mechanism is to monitor treatment 
when a patient 1s admitted. Every county funded hospitalized patient 
is assigned to a community based service to monitor their treatment 
while in the hospital. These patients are thus continued to be 
followed by the community program while in the hospital. The 
monitoring agency works closely with the inpatient staff in treatment 
of the patient and discharge planning. This ensures that length of 
stay be no longer than necessary. 

These mechanisms of incentives, gatekeeper, and monitoring help 
keep hospital use at an appropriate level and thus ensures there will 
be sufficient funds for comprehensive community based treatment. 

Comprehensive Community Services 

As noted earlier, Dane County's mental health services ^re broad 
in scope and are provided for by a number of different agencies. Tne 
following are brief descriptions of some of the programs to give the 
reader a sample of what is available. 

Crisis Intervention Services 

The Dane County Mental Health Center provides 24 hour per day; 7 
days per week crisis intervention througn a mobile team wnich is 
available to Immediately assist persons in crisis by going to where 
they are. In addition to this mobile team, the Center nrns a 24 hcjr 
per day telephone service which screens calls, and those which require 
the mobile service are transferred for their immediate attention. 
8oth the mobile team and tne telephone team are trained personnel wno 
are available at ?11 times. The crisis team is authorized by the 
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county to act as gatekeeper of all county paid for hospital services. 

Mobile Community Treatment Team 

This service is a direct replication of the Training In Community 
Living Program which won the American Psychiatric Association 1 * gold 
medal award In 1974 as an alternative to mental hospital treatment. 
It is a unit that specializes in working with the difficult to treat 
CMI. The majority of their patients are young adult persons with 
chronic schizophrenia who are for the most part unwilling to come in 
for services and must be outreached . Programming Is Individually 
tailored to each patient and consists of teaching patients daily 
living skills and working with them and community members and agencies 
to help the patient develop and maintain a support system. Being 
involved in some kind of work activity is an important aspect of the 
program and much is done with sheltered workshops, employers* and 
voluntary job placements with charitable organizations. Tr >gram 
operates two shifts a day, seven days a week with CIS covering the 
midnight shift. 

Support Network - A Pay Treatment Program 

The support network program is the Dane County Mental Health 
Center's psychosocial rehabilitation unit for chronically mentally ill 
adults. The program has adopted many of the principles utilized by 
Fountalnhouse. The program operates on a continuous routine basis for 
a scheduled portion of a 24 hour day and Is dedicated to providing 
effective and comprehensive services to assist the CMI 1n leading a 
more independent, healthy, successful and fulfilling life In the 
community. The program works with the patients who generally are more 
stabilized than those patients served by the Mobile Community 
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Treatment Team. Nevertheless, this program provides case management 
services for Its clients a*, well as outreach services. 

Vocational Services 

Dane County provides a wide variety of opportunities for 
vocational services. Dane County has two sheltered workshops 1n which 
approximately one-third to one-half of the cl lent' population of each 
are chronically mentally 111 persons. In addition to these sheltered 
workshops there are several other resources that do p"*ov1de work 
training and opportunities for Oft chronically mental lv 111 person. 

Living Arrangements 

The vast majority of the 1100 chronic mentally ill living in Dane 
County are living in independent settings. There are, however, 
approximately 450 who are receiving specialized help with their living 
arrangements in a continuum from high structure to low structure. 

Inpatient System 



community support system. Crucial, however, is that the primary locus 
of care remains in the community even though the patient may be In a 
hospital for a short period of time. Dane County has for Its use the 
psychiatric units of four general hospitals, a# unit 1n a county 
hospital, and the state hospital. As noted earlier, CIS acts as the 
gatekeeper for admission to all those units and each hospitalized 
patient is monitored closely by a specific community service assigned 
the case. In addition, a weekly list of inpatients is provided key 
members of the system who monitor their lengths of stay very closely. 
As a result of these practices, patients in the hospital are not 
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forgotten and hospital stays are relatively short. 

The above description of programs 1s a brief encapsulation of a 
very comprehensive system of care, only a small number of the programs 
that make up that system were described. 

Conclusion 

Dane County, Wisconsin, has developed a comprehensive system of 
community based programs for Its citizens needing mental health 
services. There 1s t heavy emphasis in its programming for people in 
crisis and for persons suffering from severe and/or chronic mental 
illness. Programs for the CMI^are not time limited and their goals 
are maintenance of stability and improving the quality of life rather 
than cure. Results have been highly gratifying. As noted earlier, of 
the 1100 identified CMI persons in the county, 75 percent live in 
independent settings, few of which are of low quality. i* c 3 
management is assertive and few people get lost to the system. A 
range of community programs are available to meet the needs of the 
population. As a result, hospitalization rates in Oane County have 

a whole, hospital admissions have been increasing. In addition, 
length of stay is short and readmission rates are approximately 25 
percent, which is less than half the national average. The low 
readmission rate is even more striking when one considers that in this 
system only the most severely ill get hospitalized. 

This system of care, that is truly responsive to those in 
greatest need in our community, could not have been developed if the 
mechanisms for controlling inpatient costs were not available. In the 
United States, on the average, 70 percent of the mental health dollars 
go to support hospital services, leaving only 30 percent for community 
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services where the va<,t majority of the patients reside. In Dane 
County, on the other hand, 15 percent of the mental health dollars 
goes for inpatient care while 85 percent supports community based 
services. From our experience, one could argue that nationally there 
is sufficient money already in the system to provide good care if only 
that money was more rationally distributed. To accomplish this 
requires both a clinical policy to provide communUy based services 
and a fiscal policy that provides real incentives to treat in the 
community. 

Barriers to Developing Services for Chronic Mentally 111 Persons 

As I mentioned earlier, the deinstitutionalization process wa c 
not completed. Although over 400,000 persons were outplaced from 
public mental hospitals, adequate community based services for those 
persons were left largely undeveloped. To complete the process of 
deinstitutionalization, a comprehensive and integrated system of 
community based care needs to be put into place. However there are 

Are A nitmhpr r>f hsmorc whirh intPrfprP with ThP Hpvp 1 nnmonf nf that 

system. These barriers include a lack of sufficient trained 
professionals working in this area. A paucity of a relevant 
curriculum in our professional schools of social work, psychiatry, 
psychiatric nursing, and psychology. In addition, there is a virtual 
absence of role models among the faculty in our training institutions 
who are doing this kind of work. Other barriers are the resistance of 
unions to shift the site of work from hospitals to community and 
the resistance of communities to tolerate idiosyncratic 
non-lawbreak ing behavior among chronic mentally ill persons. Also, 
there are few fiscal incentives to induce states and local communities 
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to develop community based systems of care as alternatives to hospital 
treatment end SSI and Medicaid regulations which do not facilitate and 
at times hamper chronic mentally ill persons from making a stable 
adjustment to community life. 

As I understand the proposed legislation, it does much to 
overcome these latter barriers. As noted, currently there is not a 
strong federal fiscal incentive for states to change their primary 
locus of care from hospital to the community. This legislation will 
ask each state to plan for community based services in order to be 
eligible for public health service funds. This plan must include ca«<; 
management for every chronic mentally ill person, to help ensure that 
services are integrated and that there is continuity of care. It will 
induce states to look at their mental health services as a system 
rather than as fragmented pieces. In addition, it will require states 
to include community services in their Medicaid payments. Further, 
the proposed legislation will address another barrier that interferes 
with chronic mentally ill persons from making a stable adjustment to 
community life - difficult in gaining SSI support and, once gained, 
losing SJI support to maintain a dwelling if hospitalized even for a 
short period of time. The proposed legislation will nelp disabled 
chr^.iic mentally ill person gain SSI support if they are discharged 
from an Institution, are in imminent risk of being institutionalized, 
or if they are homeless and willing to become involved in services. 
In addition, if the chronic mentally ill person is hospitalized for a 
temporary stay, the SSI will maintain his dwelling and thus greatly 
facilitate his moving back into and staying in the community. These 
changes in the SSI reg^rtions will make a significant difference in 
helping chronic mentally ill persons live in the community. Another 
problem f ^ed by mentally ill persons is the loss of their Medicaid 
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eligibility and, thus, often the loss of needed medical services if 
they become gainfully employed. The proposed legislation will 
continue Medicaid for three years after the loss of SSI, which will 
not only help In gaining needed medical care for these persons, but 
removes one of the disincentives towards becoming gainfully employed. 

We know how to help CMI persons live stable lives 4n the 
community. We have successful programs operating 1n many Areas 0 f the 
country. There are, however, significant barriers to having these 
programs become widespread. As a result great numbers of CMI persons 
suffer fro* neglect and inappropriate treatment. Much needs to be 
done to help remove these barriers - the proposed legislation is a 
significant step in that direction. 

Senator Grassley. Mr. Rogers, would you take your 5 minutes 
now? 

Mr. Rogers. Sure, Senator. Thank you for having us here. 

I am humbled by the presence of the folks on the panels that 
have preceded. I am a former mental patient myself. I was diag- 
nosed as paranoid schizophrenic. I look at the charts, and I am 
humbled by the fact that on a panel of this size, and the presenta- 
tions, and the numbers of people who have presented here, that I 
have the position of trying to represent 1 of those 6.4 million epi- 
sodes, if not people. 

My own experience with the mental health system has been a 
rocky one. 1 was hospitalized in both public and private hospitals. 
On coming out of the hospital, I found that there was really a total 
lack of information and availability of the knowledge I needed to 
be successful in the community. 

I was not able to work. I came from a family of 12 generations of 
Americans who have farmed this country and have built factories 
and built dairies, and worked in this country to make it what it is 
today My uncle died in World War II. But I was not able to par- 
ticipate as a full American because of an illness, because I was 
struck down at the age of 19 by something that I could not explain 
and very few people could explain to me. 

I did not understand that there were supports for me at the time; 
in fact, I had been given misinformation by a counselor. I did not 
know that there was welfare and food stamps and possibly, Social 
Security for me. That left me with very little options, because my 
tather had died when I was 16, and my mother was a chronic alco- 
holic ana was not available to me. 

The situation I faced was one of ending up homeless and on the 
streets of At 1 -mta, GA. I had no money, I had no contacts. Because 
ot my behavior, I feel— and I now take responsibility for some of 
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that behavior, but also because of some illnesses— I had very few 
friends and people that I could relate to. 

Luckily, there was developing in Florida at that time, where I 
was growing up and had these incidents, a program of community 
support, a halfway house that was opened with the help of the Sev- 
enth Day Adventist Church. A couple took me in and cared for me 
for over a year and a half. Basically, that saved my life. 

I was happy to be able to shake the hand of Senator Kennedy 
earlier, and that the community mental health center that was es- 
tablished under the act, and the efforts and work of his brother, 
was a place where I could go and meet with somebody who could 
begin to try and explain some of the things I was finding and what 
was happening to me. 

But still, there was very little in terms of jobs or job training. I 
tried to go to college, but the college was not the kind of experience 
for somebody who was suffering on a day-to-day basis with halluci- 
nation and fears and anxieties. There was no job training, and to 
this day, there is really not much in the way of job training. 

We are individuals who have a disability, who have a handicap, 
but we want to work, we want to participate as full citizens. We do 
not want to be on the welfare rolls. What do we need to get off the 
welfare rolls? What do we need to get off the Social Security? We 
need incentives to be able to do that. 

If you are making $500 or $600 at the maximum on Social Secu- 
rity, it is very risky to try and get a job and work when you know 
your illness is a cyclical illness. It took me over 10 years before I 
fully recovered, wk. sriods of being able to participate in society 
and do some minimal work, but other periods where months of my 
life would be lost to hallucinations and incidents that it would take 
me much more than the 5 minutes here to begin to even explain. 

So, we need the supports; we need to be able to have the incen- 
tives, but we need to be able to have supports to do that. We need 
the help of advocates for us in the community who can speak and 
work with us so we can speak for ourselves. 

Thank you very much, Senator. 

[The prepared statement of Mr. Rogers follows:] 



I3i) 



ERIC 



136 



National Mental Health Association 

1021 Prince Street • Alexandria, Virginia 22314-2932 • (703) 684-7722 



NATIONAL OFFICERS 




%w M O0*n Jr 



STATEMENT CONCERNING 



ACCESS TO MENTAL HEALTH SERVICES 



BEFORE THE COMMITTEE ON LABOR AND HUMAN RESOURCES 
UNITED STATES SENATE 



BY 

JOSEPH A. ROGERS 

Associate Director 
Mental Health Association in Southeastern Pennsylvania 
Philadelphia, Pennsylvania 



Barbara Kng Broom 
vtoa "imam 



Martfyfl J Dorman 
Vtoa "mtdant 



SaMno* M Brown 

Traaa u rif 
John w Maddan 



Qragory A Whvlay 

Ba cwta i y 

Batty A HarrMtton 

•rsaidam 

EtJwm D Wort 

MaCooal bacuttv* 
Director 

PnrMon J Ga/naon 



On Behalf of the 
NATIONAL MENTAL HEALTH ASSOCIATE 
Wednesday, October 9, 1985 



9 

ERIC 



liU 



BEST COPY AVAILABLE 



137 



l 



Mr* Chairman, 

My name is JOSEPH A. ROGERS. I am the Associate 
Director of the Mental Health Association of Southeastern 
Pennsylvania in Philadelphia, m a former mental patient, I have 
experienced many aspects of the public and private mental health 
service delivery systems, both in my native state of Florida and 
in New Jersey where my wife and I currently live. 

1 *" fir8t diagnosed with a mental illness at the age 
of 12, and have struggled with the effects of mental illness 
since then. I am 33 years old. In addition to periods of 
hospitalization, I have been a client of the vocational rehabili- 
tation system, a resident of a half-way house in Mew Jersey, and 
have had periods of homelessness and joblessness. Since 1980 I 
have organized consumer self-help and advocacy groups, first in 
Mew Jersey where I was the director of a statewide project of the 
New Jersey Self-Help Clearinghouse, and later in Philadelphia 
where I founded Project SHARE (Self-Help and Advocacy Resource 
Exchange) for the Mental Health Association of Southeastern 
Pennsylvania. I consult nationwide on the development of 
consumer self-help and advocacy groups, and am a member and 
Interim Coordinator of the recently organized National Consumers 
Conference Steerinq Committee, a nationwide network of consumer 
self-help and advocacy groups. 

I testify today on bf half of the National Mental Health 
Association. In my oral testimony I will illustrate from my 
personal experiences problems in accessing appropriate mental 
health services and community support systems. This written 
testiPony will provide greater detail on the problems of access, 
will describe the work and recommendations of the coalition of 
national mental health organizations on mentally ill persons who 
are homeless chaired by NMHA, and will comment on bills by 
Senator Edward M. Kennedy which NMHA has reviewed in draft form 
concerning services for chronically mentally ill persons. I 
would like to bring particular attention to the appendix of 
letters from persons struggling with the effects of a mental 
illness, either personally, as a family member, or as a care 
giver. 

The NATIONAL MENTAL HEALTH ASSOCIATION (NMHA) *b the 
nation s oldest and largest non-governmental, citizens' voluntary 
organization concerned with mental illness and mental health. 
Founded in 1909 by Clifford Beers, who suffered from a serious 
mental illness, the Association has historically led efforts on 
behalf of mentally ill people in institutions and the community. 

The NMHA has grown into a network of 650 local chapters 
and state divisions working across the United States. It is 
composed of volunteers who are mostly non-mental health pro- 
fessionals. Some are family members whose loved oneu have been 
affected by mental illness; others are former patients. All are 
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committed to advocacy for the improved care and treatment of 
mentally ill people* the promotion of mental health and the 
prevention of mental illnesses. 

Access to America's Mental Health Service System 

For 76 years, the Mental Health Association has lead 
efforts to develop a comprehensive, coordinated system of 
community-based mental health and support services with 
continuity of care in every area of the country. Regretfully, 
Nr. Chariman, the Association must report that the nation is 
falling behind in the great advances made toward chese goals over 
the past several decades. Although states have made significant 
improvements in their mental health service systems, much more 
needs to be done. Additionally, the federal government has 
failed to follow through on its commitment to quality care for 
mentally ill persons. This undermines efforts of state and local 
governments and the private sector to improve the care and lives 
of mentally ill persons. (1) 

Traditionally, services for mentally ill persons, 
especially those generally described as chronically mentally ill, 
have been provided by the public sector, with states exercising 
much of the responsibility. Federally, several programs are 
essential to providing basic income support and health care for 
mentally ill individuals, while others are crucial to state and 
local efforts to plan for and meet the full range (2) of treatment 
and support services needed. 

The deinstitutionalization and community mental health 
policies of federal and state govenments have effected a radical 
refocusing of the patterns of mental health care. The related 
goals of preventing unnecessary admission to and retention in 
psychiatric hospitals, and providing treatment and care in 
communities are beginning to be met. Under federal leadership, 
state and local efforts have caused the development of nearly 800 
comprehensive community mental health centers and thousands of 
other outpatient, residential, psychosocial rehabilitation, 
partial hospitalization, and other community support programs. (3) 

State hospitals census are dramatically reduced (138,00 
patients in 1980, a 75 percent drop from 559,00 in 1955) (4), 
reflecting a redefined use of these facilities from primarily 
long-term care facilities, to multiple-service facilities 
providing forensic services, preventive detention for mentally 
ill people who are considered dangerous to others, protection of 
those who are at risk of harming themselves because of their 
mental illness, long-term care for certain people who are 
chronically disabled, and the "mental health safety net" caused 
by the lack of sufficient, appropriate community-based 
programs. (5) According to the National Association of State 
Mental Health Program Directors most state mental hospitals today 
have a rapid turnover of acute patients(6) (the majority of 
admissions are for less than a month) (7) • 
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It is now recognized that most people with a mental 
illness, including those perceived as being severely ill and 
disabled, can live in their home communities even during acute 
episodes of illness, provided they have access to a range of life 
support, health, and mental health treatment and rehabilitation 
services. A 1983 joint study by the Department cf Health and 
Human Services and the Department of Housing and Urban 
Development concluded that "Over the past two decades, it has 
been convincingly demonstrated that people with chronic mental 
illness can become more productive members of society if they 
have appropriate community living arrangements linked to 
rehabilitation and support services* ■ (8) 

Few such arrangements exist, however, for the estimated 
1.7 to 2.4 million people (9) living in institutional and 
community settings who, by virtue of their diagnosis, duration of 
illness and resultant disability, may be termed chronically 
mentally 11. While many of these people live successfully in 
their communities, many others are inappropriately placed in 
institutions such as public mental hospitals and nursing homes, 
many live in substandard or inappropriate bousing and many are 
homeless* 

Thousands of people currently in hospitals or nursing 
homes could function more independently in psychosocial programs, 
group homes, family foster care or supportive apartments if 
adequate numbers of such programs were available. For example, a 
study sponsored by the Commonwealth of Massachusetts Department 
of Mental Health showed that between 50 and 75 percent of the 
admissions to the State's mental hospitals oould be avoided if 
adequate community services were available. Another study in New 
York State documented that 9,000 of the 21,000 inpatients in the 
state psychiatric centers (hospitals) would be better served in 
the community; (10) and a series of assessments of the state 
hospital populations in seven states concluded that more than 60 
percent of the patients studied were inappropriately placed in 
state hospitals and could benefit from treatment in other kinds 
of settings. (11) 

States and communities are struggling to meet the basic 
service needs of their citizens who suffer from a mental illness* 
According to HHS and HUD, current problems in meeting the shelter 
and basic living needs of chronically mentally ili individuals 
stem from a number of causes, not the least of which are 
instances of localized shortages of housing affordable by low- 
income people and the stigma against people with mental health 
problems. 

Ip addition, however, it has become increasingly clear 
that there are major problems related to funding 
patterns, unclear or antithetical legislation, 
eligibility determination factors, planning and 
coordinating factors, and program accessibility. (12) 
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For example , in many of the major federal entitlemant 
programs (such as Medicaid, Medicare, Supplf cental Security 
Income, ai.d Social Security Disability Insurance), certain 
standards and regulations contain disincentives to appropriate 
care of persons with a chronic mental illness. Mentally ill 
persons often do not receive the full benefits of these federal 
programs and are excluded from eligibility because of restrictive 
standards of "disability" or "illness" or because of 
organizational and jurisdictional confusion. Frequently these 
programs do not intentionally exclude mentally ill persons, but 
the nature of the disability of these individuals makes it 
difficult for them to apply for benefits, prove their 
eligibility, document their case, or cope in general with che 
confusing application and eligibility determination process. (13) 
Other essential programs (e.g., Alcohol and Drug Abuse and Mental 
Health Block Grant, Community Support Program, etc.) (14) are 

discretionary" programs, and thus especially subject to cutting, 
freezing, or elimination efforts (e.g., since 1981 Congress ha* 
rejected Administration proposals to eliminate the NIMH Community 
Support Program and Clinical Training). Reforms or elimination 
of these discriminatory barriers clearly require action at the 
federal level. 

The outcomes of these limitations, disencentives, 
restrictions, and discriminatory barriers, according to HHS and 
HUD, ' a 



[IJnclude the overuse of hospitals and nursing homes, 
the use of substandard community shelter settings, and 
the shortage of supervised, appropriate community 
arrangements. (15) 

Thus, mentally ill persons are denied access to services 
appropriate to their needs. The resulting demand on 
inappropriate and costly inpatient services causes states to 
continue directing most of their funding for mental health 
services to costly atate hospitals (in 1983, nearly 65 percent of 
the 57.1 billion states spent on mental health services was spent 
on state hospitals (16) ) . Additionally, this inability to access 
appropriate services in the community contributes to the presence 
of mentally ill people among America's growing homeless 
population. 



Mental Health Coalition 



Since January 1985, the NMHA has been coordinating the 
NATIONAL LEADERSHIP COALITION ON MENTALLY ILL PERSONS WHO ARE 
HOMELESS, an effort of national mental health constituent 
organizations to address the emergency, intermediate, and long- 
term needs of mentally ill people who are homeless or at risk of 
becoming homeless. First convened by tne American Public Health 
Association in late-1984, additional organizations have been 
invited to join in the coalition's work. The members of the 
coalition are: 
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American Nurses' Association 
American Orthopsychiatry Association 
American Public Health Association 
American Psychiatric Association 
American Psychological Association 
International Association of Psychosocial Rehabilitation Services 
International Committee Against Mental Illness 
Mental Health Law Project 
National Alliance for the Mentally 111 
National Association of Social Workers 
National Association of State Mental Health Program Directors 
National Coalition for the Homeless 
National Council of Community Mental Health Centers 
National Mental Health Association 
The Committee for Food and Shelter 

During its June 1985 quarterly meeting, the National 
Leadership Coalition heard from representatives of the major 
federal governmental, public sector, and private sector agencies 
and organizations (17) as to their plans for dealing with the 
service and shelter needs of the mentally ill homeless during the 
impending winter. In testimony addressing the issue "BEFORE THE 
FIRST SNOW FALLS," speakers representing 18 federal agencies and 
national organizations left the clear impression that no unified 
strategy has emerged from the lessons of the past several winters 
through which to effectively address or resolve tnese issues. As 
the chairman of the Coalition, Preston J. Garrison, summarized: 

"I think we've heard a lot about how the public and 
private efforts are working to meet the needs of 
mentally ill people who are homeless today. We've 
heard from the various departments and agencies of [the 
federal] government. • .as to what they're doing, the 
state legislatures and the mayors and the governors 
associations. So there are a number of individual and 
partial efforts going on. To the extent that these 
efforts are comprehensive, I think we could say that 
most of the efforts are short term, that they're 
emergency oriented, that they're addressed to trying to 
meet specific aspects of problems, that in many ways 
they — to use the normal cliche we use — they are 
bandaids on little bits and pieces of the total 
problem, that there is very little of a comprehensive 

effort being undertaken What is the national 

strategy to address the needs of homeless persons, 
includin9 mentally ill people who are homeless? I 
think, frankly, we can say there is no national 
strategy... ."(18) 

The National Leadership Coalition believes that a much 
more comprehensive and systematic approach which responds to the 
short-term and long-l.rm housing, rehabilitation and treatment 
needs of mentally ill people among the homeless is required. To 
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work toward this end, the coalition has organized four work 
groups to identify and develop ways the member organizations, and 
others, can address the needs of mentally ill persons who Are 
homeless or at risk of becoming homeless. 

The WORK GROUP ON FEDERAL INITIATIVES has developed a 
package of administrative and legislative changes needed at the 
federal level to support efforts by state and local governments, 
and the private sector, to meet the needs of their homeless 
population. Fourteen organizations (American Association for 
Counseling and Development, American Federation of State, County 
and Municipal Employees, American Mental Health Counselors 
Association, American Nurses' Association, American Psychological 
Association, Association for the Advancement of Psychology , 
International Association of Psychosocial Rehabilitation 
Services, National Alliance for the Mentally 111, National 
Association of Counties, National Association of Social Workers, 
National Association of State Mental Health Program Directors, 
National Association for Rights Protection and Advocacy, National 
Council of Community Mental Health Centers, National Mental 
Health Association) support the following initiatives as 
essential to preventing homelessness among mentally ill 
persons. (19) 

1. Presumpt ive Disability for ssi - Establish a category of 
presumptive disability under the Social Security disability 
programs for persons with a serious and prolonged mental illness 
so as to assist those who are homeless, or at risk of becoming 
homeless, to obtain essential income benefits that can be used to 
pay for housing, food, clothes, and other essential support. 

2. Pre-release nineharge Elig ibility for SSI . Improve pre- 
release procedures for mentally ill persons being discharged from 
state institutions to ensure that SSI benefits are payable upon 
discharge. For a pre-release program to work well, the state 
mental hospital and the liaison person from Social Security 
district offices must work cooperatively and they both must be 
fully cognizant of the pre-release program rules and require- 
ments. 

3. SSI/SSDI Outreach - Social Security Office personnel should 
be engaged in assertive outreach efforts to identify individuals 
among the homeless who are eligible for federal Social Security 
benefits. Too often, local Social Security offices do not reach 
out to shelters and other programs, but instead wait for the 
homeless to come into their offices. 

4. Extend SSI Eligibility for Shelter RftflldsJlta. Extend SSI 
eligibility for shelter residents for up to 12 months. This will 
provide continued assistance (including Medicaid eligibility) to 
individuals in transitional housing programs. 

5. State Inter-age ncy Planning . Fund state interagency planning 
initiatives to identify and plan needed services for homeless 
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mentally ill individuals* A state plan would describe a strategy 
for the establishment and implementation of a community-based 
system of care for individuals with a prolonged mental illness, 
including those who are homeless, so as to provide a full range 
of housing, health, rehabilitation, employment, mental health and 
other services* 

6* Demonstration Projects Serving Homeless P^rnnnfi. The federal 
government, through the Nationa 1 Institute of Mental Health, 
should initiate demonstration ^ojects serving homeless mentally 
ill persons, and expand research into the causes of homelessness, 
demographics of homeless populations, and service needs* The 
increased knowledge gained from such initiatives will assist 
localities to develop the range of services individuals with a 
serious and prolonged mental illness need to live successfully in 
their home communities* 

7. Withdraw Diacr initiatory HUD Section 504 Regs whirh AAA tn 
BOBClftia eriaie. withdraw proposed regulations which discrim- 
inate against mentally disabled persons, issued by the Department 
of Housing and Urban Development pursuant to Section 504 of the 
Rehabilitation Act* These regulations could easily be used to 
deny access to housing for mentally ill persons, and add greatly 
to the homeless population as a result* 

8* Provide Training to Work with Horn* Ins a Munfally 111 P»np1«- 
Utilize funds appropriated for the clinical training program of 
the National Institute of Mental Health to fund on-the-job train- 
ing for (a) shelter operators and workers on how to recognize, 
handle and refer to the mental health system mentally ill adults 
who are using shelters; and for (b) mental health para-pro- 
fessionals and professionals on how to work with the homeless 
mentally ill population* 

9* A Continuum of Houelng for Hmneleea Mentally 111 People. 
Through the Department of HUD, the Social Security Admin- 
istration, a new Public Corporation, and tax incentives, the 
federal government should stimulate greater state action in 
developing appropriate community housing, linked to appropriate 
services, for mentally ill persons* A wide range of housing 
programs are needed: quarterway houses , halfway houses, group 
homes, supervised apartments, board and care homes, foster/family 
care arrangements, crisis housing, etc* 

10* Provide Residential Sarvices Through the finrial services 
Block Grant. Amend the Social Services Block Grant to target 
funds for protective services for homeless persons* General 
guidelines should require that the agency receiving the funds 
provide residential programs, with appropriate services, rather 
than just emergency housing assistance. This emphasis is needed 
to work towards longer term solutions for those homeless 
individuals assisted by the program* 
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11* Funding of Emergency and T ransitional Services for Homeless 
People- Enact legislation to fund emergency and transitional 
services for homeless men, women and children. Such legislation 
should provide assistance to hard-pressed local agencies 
struggling to deal with this domestic emergency, it is certainly 
not a long-term solution. 

The Work Group on Federal Initiatives continues to 
develop other recommendations for legisaltive and administrative 
action by the federal government. 

The WORK GROUP ON TECHNICAL ASSISTANCE has designed a 
three-fold mission. Their first task is to disseminate existing 
information through existing channels. Work group members are 
gathering information that is currently available about resources 
and exemplary programs serving the homeless mentally ill 
population, to be published in the newsletters of the coalition's 
member organizations. Secondly, the work group has proposed the 
publication of a clearinghouse newsletter to be made available to 
shelter providers, mental health agencies, and to others serving 
the homeless. Such a newsletter would serve as a primary 
resource for the networking of services, the sharing of 
information and expertise, and the expansion of support services 
for the mentally ill homeless and those who assist them. 
Pinally, the work group proposes the development of a 
clearinghouse, perhaps with an 800 number, which could respond to 
queries from across the country. 

The task of the WORK GROUP ON RESEARCH AND DATA ISSUES 
is to determine the status of current research in the field of 
the mentally ill homeless, to look at the difficulties in finding 
data on the mentally ill homeless (most studies are anecdotal and 
there are significant problems with lack of commonalities of 
definitions and methodology) , to encourage the collection of more 
accurate data (e.g., we don't know the size of the homeless 
mentally ill population, their service needs, effective 
interventions, the type of personnel who work best with the 
homeless, who makes up the homeless population, why some mentally 
ill people become homeless and others don't, etc), and to create 
a useful database on this population (currently, only limited 
research is being supported by the federal government, with this 
through the National institute of Mental Health's small 
demonstration program) • 

The WORK GROUP ON MEDIA AND PUBLIC RESPONSE is charged 
to address the issues of public unoerstanding of the mentally ill 
homeless through increased recognition of the related problems of 
housing, disability benefits, deinstitutionalization, abuse and 
neglect. The work group is working on identifying a number of 
guidelines around which to build public information and education 
initiatives, to disseminate accurate information to the media, 
and to address public policy issues which impact on homelessness 
among mentally ill persons. 
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Senator Kennedy's Bills 

Several provisions in h*. Kennedy's bills addr.ss many 
of the most critically needed reforms in federal programs for 
mentally ill persons, and incorporate recommendations of the 
fourteen mental health organizations in their package "Federal 
Government Actions Needed for Homeless and Other Chronically 
Mentally 111 Persons Living in the Community." 

Medicaid 

The most significant provisions concern Medicaid. 

An estimated 528,000-600,000 chronically mentally ill 
persons receive benefits under the federal-state Medicaid 
program. Persons diagnosed with schizophrenia represent the 
largest single diagnostic group and consume close to one half of 
all Medicaid expenditures allocated to chronically mentally ill 
persons. The total expenditures for chronically mentally ill 
beneficiaries is estimated at $2.0 billion to $2.2 billion. (20) 

However, chronically aentally ill citizens are not now 
adequately served under Medicaid. The current Medicaid program 
is structured in such a way that, for mentally ill persons, it 
emphasizes institutional care for those who may not need it, and 
encourages (even in non-institutional settings) more intensive 
care than is often warranted. Of tUe estimated $2.0-$2.2 billion 
spent on chronically mentally ill persons under Medicaid, an 
estimated 87 percent goes for inpatient and nursing home care, 
with only 6 percent for outpatient services. (21) 

The priority given to institutional services for 
mentally ill individuals by Medicaid is similar for other 
disabled populations, such as mentally retarded persons. 
However, in one important respect, Medicaid coverage for these 
two populations is very dissimilar. Medicaid has no provision to 
cover intermediate care facility services for mentally ill 
persons and specifically excludes inpatient care in a psychiatric 
hospital for those between the ages of 21 and 64. 

With the enactment of the Medicaid Home and Community 
Care Waiver in 1981, states were permitted to substitute 
community care for institutional care when community treatment 
would be more appropriate, and also less expensive. However, in 
developing a waiver request states have found that it is very 
difficult to use the waiver authority to improve services for 
mentally ill persons. This is because the only "institutional" 
services which may be offset against community care costs for 
mentally ill persons are services provided in psychiatric 
institutions for those under 21 and over 64. 

Thus, currently Medicaid-eligible mentally ill 
individuals have a limited range of community services available 
to them, and severe restrictions on long-term psychiatric 
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inpatient care if they are between the ages 21 and 64. On the 
other hand, if persons are served in general hospitals then 
Medicaid will pay for acute care, thus encouraging the use of 
episodic acute care. This is reflected in the increase in 
inpatient episodes in general hospitals while there has been a 
sharp decrease in state hospital inpatient episodes. (22) 

Expansion of Medicaid coverage for the less intensive 
services which are provided in the community and designed to 
prevent institutionalization is crucial. These services include 
especially: case management, psychosocial rehabilitation, 
residential programs, asssitance with housing and other 
supportive services. 

The NMHA, therefore, strongly supports the inclusion of 
case management services and community and home-based care in 
Medicaid, as Senator Kennedy's bill proposes. These will go a 
long way is assuring access to appropriate services, thereby 
avoiding costly use of unesessary inpatient services. 

Case management is the glue of an effective community 
support system. Needed is one persons or team wno is responsible 
for establishing and remaining in contact with the chronically 
mentally ill disabled individual on a continuing basis, 
regardless how many agencies are involved. Realistically, this 
person must be ready to play whatever roles the situation may 
require — outreach worker, counselor, therapist, broker, 
advocate, teacher, data manager, community planner or 
administrator. Effective performance of these functions requires 
a limited caseload. 

Community and home-based services form the foundation 
of an effective community support system. Each community needs 
to provide access to pscyhosocial rehabilitation services, 
including community-based pscyhiatric and pscyhological services; 
a wide spectrum of community-based living arrangements offering 
varying degrees of supervision, assistance and support, and 
linked with appropriate mental health, health, social 
rehabilitaiton and other appropriate services; opportunities for 
training in community living skills; recreational and social 
opportunities; and vocational evaluation, training and placement 
services. Rehabilitation services under the community and home- 
based provision should include comprehensive services for 
independent living as described in Section 702(b) of the 
Rehabilitation Act. We are particulary pleased to see the 
inclusion of prevocational services under this provision. 
Specialized prevocational services enhance independence, 
productivity, and community integration of seriously mentally ill 
persons. They include employment training, support necessary to 
maintain the employment of such individuals and other training 
and therapeutic activities. 
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SSI/SSDI 

The Supplemental Security Income (SSI) am .Social 
Security Disability Insurance (SSDI) programs have been major 
sources of subsistence for persons with a chronic mental illness. 
These payments are used by the individual to help defray some of 
their 1 iving expenses in residential facilities (e.g., boarding 
homes, foster homes, group homes, and supervised apartments). 
Without these funds to support them in the community, many of 
these persons might otherwise remain in institutions or be placed 
in nursing homes. 

In November 1982, approximately 396,000 persons were 
receving SSI benefits and 243,000 were receving SSDI benefits for 
reason of mental illness. The average benefits award in 1982 for 
SSI receipients was $284 per month and for SSDI recipients, $454 
per month. The total SSI expenditures (inlcuding federal 
payments and state supplementation) for mentally ill recipients 
are estimated nationally at $1.54 billion. The total federal 
SSDI expenditures for mentally ill recipients are estimated at 
$1.55 billion. (23) 

Although SSI has helped many mentally ill persons, 
because of the low rate of federal payment and the shortage in 
some ar?as of low-cost housing, there is an incentive to return 
individials to institutions where the costs of foodr clothing, 
and shelter arc p*t<2, rather than trying to maintain them in the 
community. 

Delay in SSI eligibility determination can exacerbate 
housing problems for chronically mentally ill persons (resulting 
in home lessr. _*b fo* some. Appendix, St. Vincent's Shelter). This 
is of particular concern to individuals awaiting cash assistance 
to leave state institutions, and persons in the community in 
danger of institutionalization because of lac* of funds to 
purchase shelter, food, and medical care. Additionally, 
financial stress may complicate an individual's emotional 
problems at a time tnat is critical to community adjustments. 
Expensive rehospitalization is a likely result. 

In addition, the SSI program does not make payme~<- for 
months, throughout which, an individual is an inpatient in a 
public medical treatment facility (or the payments are reduced to 
$25 a month if the facility receives or expects to receive 50 
percent or more of the cost of tie individual's care from 
Medicaid programs). Because this population may need frequent 
short hospitalizations that cover one or more full calendar 
months, they are often financially unable to maintai * a 
consistent residence. 

We are therefore particularly pleased to see in Senator 
Kennedy's bill the provisions (a) providing for presumptive 
diability for chronically mentally ill persons who are about to 
be discharged from an institution, are at risk of institution- 
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alization, or are homeless, (b) assuring continued SSI benefits 
during short periods of hospitalization, and (c) making SSI 
benefits available while a chronically mentally ill person is a 
resident of a public transitional liv ig facility. 

The NMHA also supports the provision assuring continued 
Medicaid coverage for mentally ill beneficiaries of SSI. 
Recipients of SSI also are eligible for Medicaid benefits. 
However, an SSI recipient who earns income in excess of $325 a 
month loses both SSI cash benefits and eligibility for Medicaid. 
A provision in the Social Security Act, Section 1619, that 
remedies this problem by permiting such a person to retain his or 
her Medicaid eligibility while he works, expires June JO, 1987. 

NuifHng Homes 

While ge numbers of mentally ill persons are being 
inappropriately ;rved in state hospitals, according the the 
Departments of Health and Human Services an Z HouJing and Urban 
Development, a much larger number of individuals are 
inappropriately housed in nursing homes. (24) 

Nursing homes are considered institutional in character 
because they reinforce dependency and are more or less isolated 
from the mainstream of community life. Elderly persons are not 
the only ones who reside in nursing homes, as Lawrence's story in 
the Appendix demonstrates. Most are designed primarily for 
physically ill and disabled persons. Consequently, most lack 
staff trained to deal with mental health problems. According to 
HHS/HUD, many nursing homes do not me? ' basic safety or patient 
care standards. The deficiencies and problems of nursin« homes 
for the mentally ill have been well documented in a number of 
congressional and other reports. Among these are a 1976 
supporting paper of the Senate Special Committee on Aging, 
Subcommittee on Long-Term Care, entitled "The Role of Nursing 
Homes in Caring for Discharged Mental Patients," the 1977 report 
of the General Accounting Office (GAO) entitled "Returning the 
Mentally Disabled to the Community: Government. Needs to Do More," 
and the 1982 QAO report entitled "The Elderly Remain in Need of 
Mental Health Services." 

Despite the consensus that nursing homes are generally 
inappropriate settings for people with chronic mental illness, 
they remain the largest single shelter for such individuals. 
According to HHS and HUD, the reasons for this stem primarily 
from federal reimbursement policies and include the following: 

"o Mental health agencies lack sufficient resources 
to maintain hospital facilities and develop systems of 
communjty care; thus, they must rely on other 
departments such as welfare to provide fiscal 
r £ sources. 
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"o Medicaid reimbursement is available (with certain 
restrictions) for otherwise appropriate placement of 
the mentally ill in SNFs ot ICFs so long as they cannot 
be classified as "institutions for mental disease," but 
is nj2£ available for other types of nonhospital 
settings that provide room and board. 

"o Placements in ICFs and SNFs are convenient because 
such facilities assume total responsibility for the 
residents living there, providing food, clothing, 
shelter, and various health and social services. It 
takes considerable time and effort to coordinate such 
services in the community. 

"o Certain restrictions in the SSI program (e.g., the 
prohibition of SSI payments to persons in publically 
owned or operated facilities housing over 16 persons) 
and the reduction of SSI payments (in cases when 
support is provided by State agencies) create an 
additional incentive toward nursing home placements. 
This exists because their needs are met by the 
institutions and the SSI program was not intended to 
assume this responsibility." (25) 

The provision in Senator Kennedy's bill requiring the 
establishment of standards for appropriate care and treatment of 
mentally ill persons in nursing homes will help assure their 
access to such services. 

Discharge Planning 

The discharge procedure is crucial in enabling patients 
to successfully make the transition from inpatient facilities 
(both public and private) to more independent living in the 
community. Individualized programming is an essential part of 
this procedure. The simplest kind of individualized programming 
involves placing a patient in a program that is compatible with 
his or her current level of functioning and provides resources 
for skill development. However, the discharge process is 
frequently fraugnt with problems. Patients are often simply 
dropped off at Community Mental Health Centers, at shelters for 
the homeless, or abandoned at bus stations or on the streets (see 
Appendix, St. Vincent's Shelter). Many have insufficient 
assistance to obtain income support benefits t^ which they are 
entitled and so cannot afford housing. 

We are therefore pleased to see that Senator Kennedy's 
bill requires hospitals to assure discharged patients have a 
plan of care es'ajlished and a case manager assigned prior to 
discharge. 
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Bousing 

The cornerstone of any service system for chronically 
mentally ill persons is a foundation of community residential 
facilities. The lack of a sufficient number and variety (see 
Appendix, St. Vincent's shelter. Account of a Young Woman with 
Schizophrenia, Services - or the Lack of Them) of residential 
accommodations is one of the major deficiencies in our present 
service system, as well as one of the leading contributors to 
homelessness among chronically mentally ill persons. The 1983 
study by HHS and HOD identified the lack of adequate housing as 
perhaps the major unmet need of the chronically mentally ill." 
A 1984 report to the New York State commissioner of mental health 
notes that the single most critical factor which prevents 
effective service coordination and implementaion of rational 
discharge p anning is a lack of provision for adequate housing 
for the chronically disabled. ■ (26) As a result, many mentally 
ill persons reside in board-and-care homes, single- room-occupancy 
hotels, shelters, and other dilapidated settings iu addition to 
the streets. 

Thousands of people currently in hospitals, nursing 
homes, shelters, and other inappropriate sites could function 
more independently in residence clubs, group homes, family foster 
care, or supportive apartments if adequate numbers of such 
programs were available — all at a total cost, according to HHS 
and HUD, "that would be less than the costs of current 
arrangements. "(27) What is needed, the HHS and HOD study 
concludes, 

is a continuum of residential options for this 

population, ranging from hospitals to nursing homes, to 4 

group homes, to foster care, to shared apartments, to 

independent living. No single residential option can 

meet the needs of all the population. (28) 

The provisions in Senator Kennedy's bill concerning 
housing will greatly assist in developing such a continuum of 
residential options. 

State Planning 

Realistic planning is critical if the challenge is to 
be met of organizing the areat diversity of mental health and 
support services and opportunities in each state into a 
meaningful and effective system that mentally ill persons can 
access. It is important that such planning be across state 
agencies, including, besides the state mental health authority, 
the state medicaid office, the state housing authority, the 
vocational rehabilitation agency, the education department, and 
other state and local agencies that make and implement decisions 
which impact on the service needs of mentally ill persons. 
Strony consumer participation in such planning efforts is 
essential. 
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In closing, Mr. Chairman, what better way to summarize the need 
for federal action than the words of a mother of a young woman 
with schizophrenia (Appendix) : 

"I am a fiscal conservative. I do not believe in 
asking for government handouts with out exerting my own 
energies to match federal funds with state and private 
funds.... We are not sitting idly by and just 
dreaming. All we ask for is a fair share of federal 
money to help eradicate this devastating illness. So 
far, we have been almost ignored." 

Mr. Chairman, the National Mental Health Association appreciates 
the ongoing leadership of this committee in improving those 
programs within the committee's jurisdiction that benefit 
mentaUy ill persons. We are pleased to have had this 
opportunity to appear before you today, and look forward to 
continuing to work with the committee in improving access by 
mentally ill persons to much needed appropriate, community-based 
mental health services and support systems. 



1. In a recent position statement representatives of the 55 state 
and territorial mental health agencies said that "Congress has 
failed to follow through on funding this country's commitment to 
quality care for the mentally ill — a policy first enunciated in 
1963 and reiterated in 1980." Further t-he state directors said 
that "recent events raise the possibility of further reductions 
in the states' ability to provide care" citing a recent U.S. 
Supreme Court decision backed by the administration disallowing 
partial reimbursement under Medicaid for mentally ill persons 
living in community settings, potential application of the 
diagnostic-relt ted group prepayment plan which would result in 
"the literal dumping of general-hospital psychiatric clients onto 
the public sector at an astronomical cost", and the federal 
government's refusal to cover part of the cost of treating mental 
illness for poor patients aged 22 through 64. National 
Association of State Mental Health Program Directors, State 
Mental Health Agencies Score Congress on Failure to Support 
Quality Care of the Seriously Mentally 111, July 10, 1985. 

2. Several attempts have been made at identifying the 
comprehensive range of services and supports required by 
chronically disabled persons living in communites. They usually 
Include the following: housing, income support, medical follow- 
up/medication monitoring, crisis management, better access to 
hospitals, case management, psychosocial programs, training in 
life skills, vocational training/work activity, family support 
services, self-help network, transportation, leisure activity, 
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Services, 1985. 
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7. National Institute of Mental Health, Series CN No. 2. 
Characteristics of Admissions to Selected Mental Health 
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Publication No. (ADM) 81-1005, 1981, at page 93. 

8. Report on Federal Efforts to Respond to the Shelter and Basic 
Living Needs of Chronically Mentally 111 Individuals, Department 
of Health and Human Services and Department of Housing and Urban 
Development, February 1983. 
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Report to the Secretary by the Department of Health and Human 
Services Steering Committee on the Chronically Mentally 111, 
December 1980. Rockville, MD: Department of Health and Human 
Services, 1981, DHHS Publication No. (ADM) 81-1077. 
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Earlier in the year, the National Mental Health Association 
sought from its nationwide network personal stories concerning 
problems experienced in accessing appropriate mental health care 
and support services. Following are four stories selected from 
the letters NMHA received. 

As the letters illustrate, there is tremendous stigma against 
persons with* a mental illness. Therefore, to needless 
publicity, NMHA has provided the familiy members with anonymity, 
even when not requested. 



Services - or the Lack of Them 

By a mother of a 26 year old woman 



II. 



Lawrence's Story 
By his mother 



III. 



Account of a Young Woman With Schizophrenia 
By her mother 



IV. 



St. Vincent's Shelter 

By Sister Patricia McKeon 
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Salt Lake City, Utah 
July 25, 1985 



JOHN AMBROSE - C v 

c/o ma 

1021 Print Street 
Alexandria, VA 
223-14-2932 

Dear Mr. Arbroee: 

This letter is in response to a request far information regarding 
services (or the lack of them) far mentally ill family members in our area. 
It is my understanding that certain members of the Senate are attempting to 
appropriate funding to help these people nationwide. I would like to share 
seme of the problems that my daughter has encountered. 

My daughter is 26, and she has been in and out of hospitals and treat- 
ment facilities for the past five years. She has a persona 1 ity disorder 
together with chronic depres si on, until she was 23, she was covered by our 
medical insurance, and though we had to suplement it, for the most part she 
was able to obtain fairly adequate care. However, since that time, she has 
found it neces sa r y to get on Social Security, as our family was unable to 
support her and pay for the extra medical and psychiatric services she re- 
quired. Since her father died last year, she has been able to draw on his 
Social Security. 

Che of the biggest problems she has encountered is being unable to 
afford a psychiatrist of her choice and regular, ongoing therapy with the 
same doctor. It seems that when a mental patient goes to the County Social 
Services for help, he/she is assigned a therapist at random from whomever 
is available, whether or not that particular therapist is knowledgeable 
about the specific type of illness the patient is afflicted with. Doctors 
change and move around, and residents, many with little experience and still 
in their own learning process, are constantly on rotation. If the therapist 
moves from the geographical area or facility where the patient is being treated, 
the patient, in most cases, cannot follow him/her. On at least two occasions 
she has developed a trusting relationship and rapport with a therapist and 
has been making good progress, only to have the therapist move on. 

It is a major trauma to mental patients when they must change therapist 
and begin all over again with a stranger. The most constant help she has been 
able to receive has been from staff workers in the hospitals and residential 
treatment facilities where she has been a patient. However, even these dedi- 
cated staff workers are overworked, and there is a constant turnover of quali- 
fied personnel. A sit u ation like that makes it very difficult tor a mental 
patient to cope with. It causes a patient to regress, feel insecure, and it 
certainly shows down the progress and the road to recovery. It takes months, 
even years for these people to learn to trust and feel somewhat secure in their 
relationships with another therapist. I realize that psychiatrists and psycho- 
logist in private practice also occasionally relocate; however, the incidence 
is much higher among government supplemented pr o gram s. 
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There are two main residential treatment facilities in the Salt Lake area. 
AKTO (Adult Residential Treatment Obit) seems to be the test and mast effective- 
unit available to Med i raid-Medicare patients. It is structured, and they have 
obviousj goals to help the residents become responsible, productive citizens in 
the oomuiity. They provide both group end staff support. However, it is very 
difficult to get into this facility, or any other for that natter. When one is 
in a crisis situation, having to wt long periods of time just to get a "bed" 
can greatly worsen the situation and «™-»-*™ftff be devastating to the mentally 
ill individual. Ch several occasions, having to wait long periods of time for 
* a bed in one of these faiclities has resulted in our daughter having to be 
hospitalized. Had there been a place available tor her. the expense and tratna 
of going to the hospital could have been avoided. 

Another major problem that she has encountered is the fact that all of the 
residential f acilities are geared toward lower functioning individuals, tost of 
the time she functions quite well. She is intelligent and, under most circum- 
stances, she does not have to be heavily medicated. However, when she dees find 
it nece ssary to go to a residential facility and they do have room for her, she 
cannot relate to most of the other residents because most of them are lower 
functioning. 

The programs at ARIU and the other local pioyiaus are primarily geared to 
teach residents such things as grooming, appropriate behavior, use of public 
transportation, job search or apatUueuL search, and cooking. She finds little 
torelate to in this type of program and soon becomes bored and anxious to leave. 
Vfoen she or any other higher functioning adult, leaves too soon she usually ends 
up in the hospital for a lengthy stay and more expenses. She is not the only 
one with this problem. I know of several other higher functioning individuals 
with mental health problems, both young and old, who face the same difficulties. 

In my opinion, there is a great need in the community, the state, and the 
nation for not only more adult residential type treatment ftiMn+W for the 
mentally ill, but also for facilities for higher functioning adults. IF SDCT 
FKHJTIES WEFE AVAHAH[£, IT WOOED i<JOF ONLY SAVE MEGLICNS CP DQUABS IN HOSPITAL 
AM) mJIOtf, EXPENSES, EOT IT WOULD PREVENT UNTOO MISERY, ANXIETY AND HEAREWZHE 
FOR JOJEALLY ILL PBOPJUE VBO NEED HEU> TODAY, TONIGHT, RIGHT NOW, AND NOT NEXT 
™, NEXT MOTH OR NEXT YEAR. 

Vkatever you can do to appraise the situation and inform the legislators 
or powers tnat be regarding this great need would be most appreciated. I 
firmly believe that the keyword is PREVENTION: 



Sincerely, 
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WcAt of ..lental Healtn Treatment facilities'' 



Lawrence, ms a cnild.and as a teenager was active in s?ort3, 
p^ayea tne violin, ana did well in scncol; ,vas 'veil acceoted 
by his peers. He tenaed toward ever acaievement. His fatner's 
death addea to nis strain* 

His illness developed in early college years. He graduated from 
college and, under great stress, neld down tnree different jood 
jobs before a pretty coaplete break down. He aaa functioned poorly 
with little and ineffective meaical attention from an internist 
who made no psyeniatric referral; was voluntarily admitted to a 
mental aospital througa urging of the family. Still ne was un- 
aole to compreaend tne nature of his illness. 

Later ne ;,as committee to tne State Hospital v/nere nis utmost 
intent was to escape from a degrading facility. This ne did o.i 
several occasions wnen ne would work at any joo possible until 
finally picked up by police and returned to tne nospital. 

At tne nospital ne developed a good relationsni? uitn but one 
tnerapist and cooperated in adding down a messy job for a time. 
Tnat tnerapist was transferred. 

His final discharge came wnen he failed to cc:iply witn a very 
lorg list of dos and don'ts required oy a psychologist. He was 
tola to leave, get a job, ana find a place to stayT That nignt 
he took all of nis meds and landea in Z.R. of a teacninc nospital. 
After a orief stay tnere ne was placed in a nursing home. 

7ne family, for tne most part, was treated by staff as a botner. 
There was no contact witn tnem upon discnarge of nursing noce 
placement. Ilucn, very niucn could be told of the sufferings oi 
all concerned. Tais is not a family of wealth ana tne mo tne r 
and two otner children worked nard for a living and an education* 
Lawrence had, early in college years, taken a heavy load of credits 
ana held two joos. 

Cursing nome existence nas trainea nim well in being dependent. 
His self-respect, esteem and confidence nave ceen snatterea. 
Cental nealtn programs are inaaequate wnen it comes to off- set- 
ting tne discouraging living facilities. 

Zri tne community t::ere are s^cicides oy tne -.en tally ill; out 
many ceatns occur oefore one co.^es to cie. 
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'..iaT ..C-LD 3E a.' I^.rfiC'rsrjE. T i: T rRuGRA*.. A.D PHuCEEwKr.3? 

Residential alternatives rt eil staffec ana offering something to 
go i a section consisting of s^elterec worK snop opportunities, 
appropriate goals to acnieve. A continuum plan wnere clients are 
encouraged to work at tneir level of capacity, to become what they 
are capaole of Decerning. 

A place wnere it is recognize a tr.at tr.es e are still people; people 
v/itn social, emotional, ar.c achievement needs. The;- need nope. 
The source of anyone's strengtn is his nope; not nis fears and 
-lis ais tress. "Hope once destroyed leaves man prey to all the 
fiencs of nell." 

3ive tnem new experience, recognition, response and a sense of 
oeing carea about. 

cental "isalth Programs need a lean, effic.L~ 4 it staff; need to 
guard against being staff oriented, wnere program, not tne 
client, is wnat's important. 

RenaDilitaoicn programs snould offer cooperaticn and ..elp for 
the mentally ill being acceptably placed and supported in suit- 
aole jobs. 

All mental nealth endeavors snould, oolivious to credits, band 



tocetner in nelping/achie ve puolic awareness of this tremendous, 
was teful prooiem; wasteful in .10 ;v money is spent, in family en- 
ergies ar.d financies, anc in tne lives of some of our intelli- 
gent, not second class, but first class cit5.zens. 
Training of therapists and researcn need to be greatly increased 
and upgraaea. 



to 
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This article was written anonymously, it is written this wav 

involv « d a f e aware of the tremendous stigma against 
it h^i It schizophrenia. However, those who are submitting 

it have the names and addresses of the people involved, should it be 
necessary to contact them. v OA v ea , snouia it De 
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I. INTRODUCTION 

An Analysis of Current Medical care for Persons A ff *' cted with 
schisophrenic 

weakness of county and Private Mental Health systems with Suggestions 
for improvement 

Written by a Mother of a daughter with Schizophrenia. 



The following pages are an abridged account of a young twenty-four 
year old girl diagnosed with schizophrenia. The author, who is the 
mother of the young woman described in these pages, has tried to be 
accurate and fair with her analysis of both the public and private sectors 
of medicine in the treatment of this illness. She has reached some of 
the following conclusions: 

"Schizophrenics will continue to be fourth-class cltirens, leading 
twilight lives, shunned, Ignored, neglected" (l) unless the families and 
friends of those who are afflicted rise up and demand the following: 

1. Much more money for responsible research. Better trained psychiatrist 

2. More money for better housing facilities. 

3. More money to educate legislators and the public about this illness. 

4. More and better sheltered workshops who will hire these people. 

5. Private employers who will hire these people. 

6. More friends who will treat these people with tolerance and 
respect, rather than ignore them as modern day lepers. 

Schizophrenia is an illness which Is no respector of persons, races, 
religions or economic classes. It Is an illness which operates on about 
one-twentieth the amount of money given to cancer or to arthritis. It is 
an illness which is forty times more prevalent than muscular dystrophy. (2) 
It is an illness which, like diabetes, probably cannot be completely ctred. 
but can be brought under good control. It is not an illness of extreme 

violence as is frequently assumed rather the victims are frequently shy 

and withdrawn. 

if this illness is brought under control it will be because more funds, 
better medical help, and enough friends become available to make this 
improvement possible. 

Perhaps we should ask ourselves the age-old question — "Am I my 
brother's keeper?" Everyone of us must ask question in the recesses 

of our own heart and mind. Then we must do. something about it. 



(1) E. Fuller Torrey, M.D. Surviving: Schizophrenia- A Family Manual 
Harper and Row, Publishers, New York, p. 228 

(2) E. Fuller Torrey, M.T, Surviving Schizophrenia , p. 226 
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II. TRUE ACCOUNT OF A YOUNG WOMAN WITH SCHIZOPHRENIA 

Late on a wintry December afternoon my husband recieved a call from 
our daughter who was attending a private, religiously owned diversity 
in her voice was the sound of alarm. "Dad." at* said »oiea« ™ Li 
get me. Something has happened. - My husba. - compiled wSJate SM?S 
her request Later that evening, within the confines of our home £ 
discovered indeed that something serious had happened. We innately 
got medical help, and we reasoned that with this help and a great deal of 
able* ?o X r^u^^o Wuld "T 6 *- PerhaP8 within ™nths she would b^ 
deceive" ^c^o^ ~ ^ *° ^ 

have S^^™^ £!" 5* Ve Cla ? 8ed SinCC that time « Th " e of those years 
have been spent going from professional psychologists to social workers 

E.Fof^J l 3 lnuil tri t tS ; We con8ulted fourteen professionals? 

KfJ Zt th f™ A coul * not 9ive us a definate diagnosis, one of them said 
that she had an "attentional deficit disorder^'. Another said that if we 
A^o"er U «id lit" ■ 9r, f 1 ?" tiOD h " cond ^ion would greatly improve. 
£5^f It i.?? muBt w be with her. Finally a competent 

medical psychiatrist at the University of Utah said, "Let's put her in 

caraSll 5 2f J??" ***** qUit * ues8in *- *e shall observe her 
lllllnl LlFil £ her „ n «2^' i tests. Then we will know with more con- 
viction what is wrong." We followed his suggestion. At the end of three 

weeks he confirmed what others had begun to suspect she was a victim 

of chronic paranoid schizophrenia. suspect she was a victim 

This term is misleading, it is a catchall for what will Drobablv 

SSnt°r« trTl^f !" \Z*l t9tr ° f diffe « nt but Similar diSeasSi. 
?!k ? rMe * rch indicates that schizophrenia is probably a bio-chemical 
imbalance resulting in a "thought disorder". All we knew was that oSr 

e?e?^e1 r c?as1 r8 ?2 ality ^VJ"** d "«*tically. Oncfsh^d^en an 

J officer and had been classified as a gifted student once 

she had won a creative writing contest for the entiL state Once she 
«ntr^ f l° lleg t ° n a ? *? ademic scholarship. Now she could n" con- 
^ 6 *° ?° m * let * • 8in9le cour9e ' 0nce «he had been the recipient 
of many tennis trophies. Now she could hardly play for ten minutes 

of others Now* S™" ^^L^^ wh « n 8h « " tE^ny 
EL L ch ?'„ lf 1,001)16 entered the house, she often retreated to her 
bedroom. She had been the first of our children to go out and get a job 
Now she was unable to hold one for more than three weeks. Some?Lnes she 
voluntarily quit because she felt she would be fired Sometimes the 
Jet^'go? S1IDPly ^ m ** ing t0 ° ^ mistakes? and they would 

i.K.4/!/? ked th ^ P rofes8ion als what we should do, they were vague in 
one of ?hi C ml^^ ey ex E er l mer * ed ^th various medications. With every 
m ^icines she developed most undesirable side effects (gross 
V c S ntractlon8 of the niouth) and had to be taken off these Sd" 
cations we asked if there were available private facilities where she 
could get concentrated treatment. The only'.uch facilities ava7"bie 
K OoX e 2L r 5«r a ? d 8c ft tered throughout the country. Costs varied from 
fLilJtiH Y f~ to 4 . well |< wer $100,000. our medical doctor felt that ?hese 
faSiitJw S?tS Jm UCH ^ effective in treatment than were the public 
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The private medical community had failed to get her well. We now 
turned to the public sector and started using the facilities of our own 
State/County Mental fealth system, we used two patient and caring thera- 
pists who saw her in their office once a week for a 50 minute session. 

As the months dragged into several years, we at times would notice 
I atterns of improvement. Our daughter, on her own, obtained a job in a 
sheltered workshop. She felt glad to be doing something outside of the 
home. This waJ indeed improvement. There were some problems with the 
job, but she would do her best when she could work with a few trusted 
friends and an understanding supervisor. Even with this improvement, 
the therspists from the county Mental Health system felt that she was 
still too dependent upon us. They felt that she would do better if she 
would learn some independent living skills. They suggested that we place 
her in a twenty-four hour live-in facility operated by county Mental 
Health. 

On two seperate occasions we placed her in this Adult Residential 
Treatment Unit. The purpose of these visits was to see how she would 
adjust to the program. On both occasions she had strong negative reactions. 
When she returned home she described her experiences as follows: "Mother, 
some of the therapists were excellent people, but the ill people in that 
facility will never help me to get well. Most of them were just being 
released from the hospital after having had complete psychotic breaks. 
I have not had a psychotic break. I do not feel that I am as ill as they 
are. Most of the young men were so withdrawn that I could' t carry on a 
converstaion with them, even if I wanted to." One boy approached her on 
the first evening and suggested to her, "Let's get out of this place and 
have a night on the town". She found such boys intimidating, and the 
continual importuning from this boy, a transient from Chicago, frightened 
her. Another older resident approached her and made some inappropriate 
sexual advances. Though he was stopped from doing this by one of the 
therapists, my daughter was already so frightened that she couldn't 
utter a word, let alone push the man away. 

Altogether there were about twelve young men in the facility and only 
two other worne* 1 . One of the women was 3o withdrawn that even the therapist 
could not get he* to talk. The other was a schizophrenic in her late 
sixties. I doubt that either of these women could have helped my daughter. 
Janet stated that the facility was very crowded at times, particularly 
in the evening when a group of about thirty other outpatients was brought 
in. All would hovtr around the television instead of interacting with 
one another. Janet also stated that the facility was filled with cigar- 
ette smoke that was so thick that she had to cut her way through it. 
She hated having to sleep on the same floor with the boys and share the 
same bathroom with them since she did not feel safe. She said, "Mother, 
you want me to become more social. How can I develop social skills with 
these people who are even more ill than I am? They are not role models. 
Their language is crude and I have nothing in common with them". 

We know our daughter may have been over-reacting. We also know there 
was some truth in what she said. We felt her gentle personality would 
not bp able to adjust to these living conditions. We felt that is we 
placed her there, we would have to handcuff her to get her to. go. Also 
there was the real danger that she would run away. (Che had done this on 
two previous occasions.) At length we were abla tc find a good, whole- 
some family who specialized in taking in young people with problems. We 
placed her there instead, but, of course, we payed premium fees. She did 
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however, make some progress. To us it was worth the cost. But we could 
not continue these fees for very long. She stayed at this home for four 
months. After that we have paid some psychology students to live with 
her. Moat of the American population could never have afforded the fees 
we have paid. 

III. An Analy sis of the Medical Care Given to our Daughter, A Schizophrenic 

I have been asked to write my reactions to the County Mental Health 
System, how it failed my daughter, and what could be done to make it 
more ef fective . Let me make it clear that it was not a complete failure. 
The two County therapists she used were competent professionals. But 
for schizophrenia, much more is neede than private counseling. Persons 
with schizophrenia need twenty-four hour structured care, sometimes for 
a few months, sometimes for a few years. I do not think our daughter 
could ever have made an adjustment to the exit ting County facility. How- 
ever, with more money this facility and the others could be greatly 
improved. In the private sector, again, they are few in number and 

exorbitant in cost available only to the top two or three percent cf 

the population. We are not in that category. 

IV. Some Suggestions for Improvements 

1. Most of all more money os needed for responsible research to 
determine accurate causes of the illness and more effective ways of 
treating the illness. I feel that there is a great injustice when I 
learn that for cancer and arthritis research funds amount to between 
$150 and $200 per year per patient. In the field of schizophrenia only 
about $7.00 is spent per year per person. I wonder about the justice 
of granting billions of dollars for outer space research when the ill 
who are with us are being ignored. The Federal Government is pouring 
millions of dollars into the artifical heart program to help the elderly. 
Should we not be putting at least an equal amount of money into helping 
the young those who are in the prime of their lives? Schizophrenia 

is not a rare disease and dedicated researchers must find answers as 

to causes and cures. 

2. County Mental Health Systems need more money so they can build 

a range of facilities some for the very ill who are just emerging from 

hospitals, other facilities for those who are just beginning to get 
better. Facilities are also needed for people who can almost care for 
themselves, but who still need acess to medical and psychiatric support 
if they regress. In the facility in which my daughter was placed, there 
were sick people of all degrees, but most were so ill that a conversation 
with them was almost impossible. 

3. States and Counties need more money so that they can build some 
seperate facilities for young men and for young women. I believe it 
wholesome to comingle the sexes for social activities, and for eating 
together and participating in therapy session and working together. But 
I do not believe that single, unmarried and ill people of both sexes 
should have' to sleep together on the same floor and share the same bath- 
rooms. One mother reported to me that her son was caught in an illicit 
relationship with another female in the facility in which they had been 
placed. Another therapist admitted to me that occasionally this does 
happen, while I hopt that this is the exception, it does occur. Even 
though my daughter is mentally m. even though she lives in an era 
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of free love, she does not want to participate in this uncommitted nf e 
style of living. It is in great conflict with her religious values which 
she still clings to. She realizes, though, that because of her illness, 
she is vulnerable to sexual advances. This was one of the very real fears 
she had when she tried out the county facilities. 

4. I believe, too, that residential facilities funded with govern- 
ment money should not use cigarettes as token rewards for good behavior. 
While these ill residents live in these facilities they frequently are 

encouraged to smoke even when they have not smoked before they entered 

the home. I am convinced, as is the Surgeon General's Office, that the 
evidence is overwhelming against the use of tobacco. I feel it is morally 
wro-T to care for the mentally ill individuals, and to contribute to 
otht. health problems, such as cancer, heart disease, emphysema , chronic 
bronchitis, etc. by encouraging them to smoke. I suppose for patients 
who are already addicted to this habit, separate smoking areas could be 
provided. ftit even these patients should be given support in helping 
them to "kick the habit", as is done with patients who are addicted to 
other drugs. Particularly, for those individuals who have never smoked, 
they should have the right to live in a smoke-free atmosphere. 

5. I believe that more money is needed to launch a campaign that 
would erase the stigma against schizophrenia in the general population. 
Currently schizophrenics are regarded as the lepers of society. They 
are shunned and excluded from living in certain areas. They are not 
hired for jobs. Until they are given a chance, they will never make 
progress . 

6. I believe that in county facilities patients should not be 
belittled for private religious beliefs. During my daughter's short stay 
m this facility she tried to participate in one of the therapy sessions. 
Once, while she was awkwardly trying to express herself she used the 
word 'religion'. She was promptly told by the group leader that no con- 
versation would be acceptable if it contained anything pertaining to 
religion. In this country we certainly believe in freedom of religion. 
But do we believe in no religion at all? I hope not: 

v . Defense of Asking for Federal Money 

I am a fiscal conservative. I do not believe in asking for govern- 
ment handouts without exerting my own energies to match federal funds 
with state and private funds. I personally have contributed generously 
to our own local chapter of the National Alliance for the Mentally 111. 
Our organization annually appears before our own state legislature request in 
some State money. The parents in our community have gone out and gotten 
retail stores to contribute furniture, beds, mattresses, chairs etc. 
to furnish some cooperative housing for some of the mentally ill. our 
group has sponsered bazaars to raise money. We are sponsoring TV spots 
and making films for television and radio to help eliminate the stigma 
against mental illness. We are not sitting idly by and just dreaming 
All we ask f6r is a fair share of federal money to help eradicate this 
devastating illness. So far, we have been almost completely ignored. 

The prognosis for schizophrenia by some is regarded as very poor. 
However, there are enough examples to know that with adequate support 

and hope they can improve themselves, they can be self-supporting 

and be contributing citizens to society. 
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St Vincent DePaul Place 

61 7 Main Street, P 0 Box 398, Middletown, CT 06457 

(203) 344-0097 

St. Vincent's has operated a shelter for the homeless for the 
past three years. During that tine we have had a policy that 
admission is on a first cose, first served basis daily. 
Guests may return as often as necessary there is no liait to 
length of stay but they must leave each day and return each 
night on the same first cose... basis. During those years we 
have sheltered hundreds of guests and those that stay the 
longest and are least successful in finding permanent 
residence are the mentally ill. At this point in time we have 
a chronic population at the shelter who are unable to get 
and/or keep a room. 

The gentleman who was our first guest three years ago is 
standing in line at this moment waiting for the shelter to 
open. That means he has stood in line almost one thousand 
(1000) times. All his belongings are on his back. He was 
released from the State Hospital that is located in this city 
and has been dependent upon St. Vincent's ever since with the 
exception of a short period when he returned r 0 the hospital 
and then was released back to the atreet. 

We attempted to get him on welfare but were unsuccessful 
because the man had no sense of time and was unable to keep 
an appointment. Each time we would get him into the pxocess 
he would slip through and the City would throw out his 
application and we would be back t"0 square one. It took over 
two years before he finally completed the process. Now the 
bigger process to get his disability benefits. 

The man has been rejected from local half-way houses because 
"his level of functioning is not high enough". The State 
Department of Mental Health was requested to help get him a 
place and I was told to "take him to the out-patient clinic 
at the hospital". 

Our shelter is filled with comparable cases. If they are able 
to get a low income apartment they often lose it in a short 
time because they have no support services to help trouble 
shoot for them and consequently decompensation and lose of 
the apartment become a circular cauae-effect event. Many of 
them have become self-medicator a and are involved in 
substance abuse problems. These dually afflicted people have 
the most difficulty in finding and keeping a rent. 

Many mentally ill people have symptoms that are so obvious 
that no one will even consider them for a tenant. One 
gentleman who is very big and has a very loud voice talks out 
loud all the time. He was able to work until recently when he 
injured his back. At that time he slept in the shelter each 
night and received a pay check each week. He had the money 
but no one would rent to him because of his symptoms. 

A Ministry of the Catholic Diocese of Norwich 
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St Vincent DePaul Place 

61 7 Main Street, P 0 Box 398, Middletown, CT 06457 

(203) 344-0097 



The problems of the homeless mentally 111 Include: 

Discharge to the street from State Hospitals; 

Probate court decisions that have only letter of the law 
enforcement and concern of the individual as secondary; 

No help in obtaining disability benefits while in the 
hospital but being forced to get through the bureaucratic 
maze on their own after discharge; 

Lag time between applying for welfare and actually receiving 
money ; 

The *catch twenty-two* situation of having to have a rent 
receipt before being able to apply for a rent subsidy; 

Lack of coordination of services to the deinstitutionalized; 

No follow up by the State Hospitals; 

Often mentally ill people in crisis are given prescriptions 
for medication and have no money or insurance to procure the 
medication; 

Lack of appropriate housing for a variety of levels of need. 



It is my belief that supportive group living situations could 
be extremely helpful in filling the housing and support 
service needs of the homeless mentally ill. The levels of 
support would vary. Costs for such services would be much 
less than expensive transitional living centers and mini 
community based institutions which are just a smaller version 
of the State hospital. 

Most adults want and need independent living. This should be 
respected and such living opportunities provided. Some degree 
of independent living should be made available as far as Is 
possible . 

Communities need education. The homeless mentally ill are 
often victimized by police and business people as well as the 
community in general out of fear and frustration. 

Redeve 1 opment and gent ri f lea t ion are eliminating atfordable 
housing units. Communities need to recognize and plan for the 
needs of the mentally ill when planning or replanning for 
their community. 

A Ministry of the Catholic Diocese of Norwich 
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Senator Grassley. Thank you. 

I want to thank each of you for being so timely in your testimo- 
ny. 

I have quite a few questions. I hope we have time for them. 

First of all, I want to apologize to you, Dr. Dave, for not being 
here to introduce you. I know Senator Hatch did a very good job of 
that. 

Your testimony, I will have a chance to read even though I did 
not hear it. We appreciate the good job you are doing in Iowa, and 
particularly taking the time out of your busy schedule to come 
here. 

Even though I may direct questions to a specific person, I would 
suggest that if any of you have anything to offer to supplement the 
person who is responding, I would welcome it. 

First of all, to you, Dr. Dave, we are pleased to learn that the 
Community Support Program has been successful in reducing the 
length of hospital stays. Do you have any further recommendations 
for the Community Support Program? 

Dr. Dave. Thank you very much, Senator. Thank you for inviting 
me, and thank you for being here. 

I do have some recommendations for the State of Iowa, clearly. 
As I indicated earlier, and as part of my written testimony, we 
have moved from providing community support services to 18 coun- 
ties through 10 mental health centers in 1982, to now, where we 
have 59 of our 99 counties covered. Service is being provided 
through 24 of the 32 mental health centers in the State. 

I clearly feel that we need to cover the entire State with the 
protects that clearly are very extremely needed across the State, 
and are definitely providing the kind of services that the Communi- 
ty Support Program was intended to when it was initiated. 

I also feel that there is a scope for bettering the various elements 
of the community support services which are currently being pro- 
vided. There is a sufficient number of case management and direct 
mental health services which are available, but we definitely need 
additional, supervised and structured living arrangements, for ex- 
ample, partial hospitalization, vocational services— which are not 
available at present. So we do have a long way to go, and I think 
the State, Federal and local partnership that was alluded to earlier 
in today's hearing, needs to be continued further. 

Senator Grassley. I would like to ask for your suggestions, be- 
cause you mentioned the need for innovative approaches to service 
delivery. Besides those suggestions, I would like to have, as a pro- 
vider of care, whether or not you have access to the results of the 
innovative treatment programs funded by the National Institute of 
Mental Health. 

Dr. Dave. Not directly, but indirectly, yes, sir. Most of the re- 
search and the training grants that are available through NIMH— 
as a previous teacher myself in the field of psychiatry, I think the 
results of such research trickles down through professional jour- 
nals all the way to the clinicians who are on the field, providing 
the treatment. And I think that, as Dr. Frazier and Dr. Talbott 
mentioned earlier, clearly, there is a need for this kind of research. 
Without research, we will maintain the status quo, and we need to 
find answers, such as what ultimately can we do better for the 
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schizophrenic patient; what can we do to prevent the chronicity 
that such illnesses produce. These answers need to be found. And I 
think that the research and the training grants provided for NIMH 
are clearly very helpful. 

Senator Grassley. The first part, though, I was asking for your 
suggestions on innovative approaches to service delivery 

Dr. Dave. Yes, sir. There are several thoughts that I have. 
Number one, the Community Support Program itself, I think, was 
a brilliant innovation. It was one of those few programs that did 
not intend to start a new agency or organization. I think it was in- 
tended to utilize the 74 existing services available in the communi- 
ty, tie them together in a proper fashion, in an adequate manner, 
so that they can be utilized by the patients who need them. 

I think that the umbrella agencies that we have in Iowa — the di- 
vision of mental health, mental retardation, and developmental dis- 
abilities — which, under its umbrella agency, has oversight responsi- 
bility over not only the State hospitals, but also the mental health 
centers, is clearly an innovation. 

I think that the outpatient commitment laws which are existent 
in Iowa, are helpful for people who might not be willing to partici- 
pate in treatment on a voluntary basis and might indeed drop out 
of treatment, thereby jeopardizing return to the hospital status. I 
think these are innovations that need to be looked at. 

Senator Grassley. Mr Rogers? 

Mr. Rogers. Yes, Senator. I think one of the innovations that I 
Lave seen come out of the Community Support Program at the Na- 
tional Institute of Mental Health, that I think has impacts that we 
will not be able to tell for a long time, but I think they are gonig to 
be lar^e impacts, and I think it grows out of the sort of "new feder- 
alism' in many ways, and the new situation we find in terms of 
the idea that people can actually become self-sufficient; that giving 
supports toward self-sufficiency is something that really can work, 
and that a Community Support Program and small grants have 
begun to fund local groups and help local groups of mental patients 
themselves come together in self-help groups, self-help advocacy 
groups. These are small groups of patients; we run the groups our- 
selves. We are coming together in a national network of self-help 
groups. And one of the things we learn is we take the experiences 
that we have learned in the programs run by Dr. Stein and the 
other doctors, and we find way to have self-care and continue to 
self-involve ourselves and keep ourselves from becoming isolated, 
which is one of the major contributors to regression and going back 
into the hospital, is becoming isolated, getting lost in the communi- 
ty. And these small groups, these survival groups c f former mental 
patients are growing as a result of the Community Support Pro- 
gram's willingness to include us in their planning, and willingness 
to bring us into their conferences and aiding us, in such organiza- 
tions as the Mental Health Association's support. 

It is a small movement, and it is a growing movement. In fact, I 
was out in Iowa, speaking v a group thcr* and we are going to be 
forming five groups in th* ,tate of Iowa very scon, of mental pa- 
tients, people who have v ome out of the hospitals, have gone 
through the pre grams, and now want to survive in the community 
and be self-sufficient and truly reach for independence. A lot of 
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this has grown out of the Community Support Program. I was in- 
vited, in fact, by the Community Support Program in Iowa to come 
and speak. 

Senator Grassley. Dr. Dave, just a short response as to the 
extent to which you involve families, and does it seem to help long- 
term, the involvement of families? 

Dr. Dave. Yes, sir, it definitely does. We, not only at the hospital, 
but at the mental health centers in northeast Iowa, we have a very 
strong philosophy of involving the families in the treatment of the 
patient. I think that the more the family knows about the patient's 
needs, the more the family can support. 

And also, there are occasions when the family itself needs sup- 
port. And I think the support service that we provide for the fami- 
lies is definitely of utmost importance. 

Senator Grassley. One of the earlier witnesses suggested that al- 
though there are few chronic mentally ill patients in hospitals, 
that is where most of the money goes. Is that the same situation in 
Iowa? Is that where most of the money goes? 

Dr. Dave. Yes and no. 

Senator Grassley. Or, maybe you would dispute the previous 
witness. I am just quoting the previous witness. 

Dr. Dave. I think clearly, nationally, the funding for the State 
hospitals clearly probably is more than the funding for the commu- 
nity programs. However, I feel as the superintendent of a State 
psychiatric hospital that there is a need for that kind of service, 
that we definitely feel, and we have a philosophy at my hospital, 
that we are the tertiary care center, just like the University of 
Iowa Hospital provides the expert care when the local community 
cannot; that there are patients in general medical and surgical 
practice who indeed need the expertise of the university. 

We feel that we are such a hospital. We definitely promote and 
encourage care at the local level. We encourage admissions and 
hospitalization at the local general hospital psych units, and yet 
there are patients who cannot be handled at such facilities, either 
because of their aggressiveness or because of the level of care and 
the staffing requirements which are needed, that they need to be 
hospitalized at facilities such as irine. 

So I think that a balance has to be struck between the State hos- 
pital setting and the community setting, and I feel that there is 
need for both. 

Senator Grassley. Yes, Dr. Stein. 

Dr. Stein. I do not think there is disagreement about a need for 
both hospitals and communities, but the data is very, very clear 
there is a maldistribution of funds. Nationally, 70 percent go to 
hospitals, 30 percent go to communities. In some of our States, 85 
percent go to hospitals, lo percent go to communities. I think there 
is a general consensus that there is a maldistribution of funds. 

Senator Grassley. I would ask you all from your experience, 
based on some percenkiges and figures that Dr. Dave gave, you 
broke out men, women, a lot of statistics in that way. One of the 
things that jumped out is the fact of the small percentage of mi- 
norities involved. Now, I understand we only have 2 to 2.5 percent 
of my State that are minorities, but what I need to know is, is that 
because that is the situation in our State, or would you find that in 



ERLC 



175 



172 



other States, that there would be a very low percentage of minori- 
ties that might signal that minorities tend to have difficult access 
to the system? 

Dr. Dave. Clearly, I want to respond to the Iowa situation first. 
Our own data about the community support programs indicate that 
97 percent of the population served was white. But then, as you 
mentioned, Senator, our State does have about 2.5 percent minori- 
ties. 

Now, so far as the inpatient hospitalization, it is interesting that 
the four State hospitals in Iowa admitted 93 percent whites, fol- 
lowed by 4 percent blacks, 2 percent Indian, and the rest were His- 
panics and others. 

Now, althougn overall, in fiscal year 1983, there was a reduction 
in the actual numbers of white patients admitted, there were 55 
more black patients, 17 more Indian patients, and 5 more Asians 
admitted during that 1-year period. 

And in the Mental Health Institute at Independence, which is 
closer to the metropolitan centers of Waterloo and Cedar Rapids, 
we do have a 6 percent admission rate of nonwhites. 

So I think that the access to the system is clearly available to 
minorities, and I do not think that that is a problem in Iowa. Na- 
tionally, I am not aware of all the statewide breakdowns of statis- 
tics, but an NIMH study which I was reading just prior to coming 
here indicated that there were 8 percent minorities participating in 
the available community support programs. So I think that the 
ratios are pretty much what the general population breakdowns 
are. 

Senator Grassley. I would ask Dr. Stein and Mr. Rogers for a 
short response, if I could, or if there is any deviation in the States 
that you might know about. 

Mr. Rogers. I work in Philadelphia, and we have in total in the 
city population, nearly 50 percent people of color — you do not call 
them minorities in Philadelphia; when you make up 50 percent of 
the population, you are not a minority. 

The situation there is that we have a real lack and a real crisis 
in all social services in the city of Philadelphia. We are over- 
whelmed. And that is where minorities are located, in the inner 
cities. There are weekends when people who are in severe psychotic 
crisis that hospital emergency rooms must close down because they 
have lack of staff available. 

So I think for the inner city areas in particular, there is a crisis, 
u financial crisis and other kind of crisis, that really impact, I 
think, on the minority population's access to services. 

Senator Grassley. But it is not directed to minority population, 
any sort of— it comes from economic factors. 

Mr. Rogers. Yes; I do not think it is a discrimination necessarily, 
except that where minorities are located is where we have the 
highest impact on these kinds of services. So you have minority 
populations facing very desperate situations. 

Dr. Stein. I think the Community Support Program has done a 
let to increase access of minorities to mental health services. Prior 
to that, when most mental health centers provided primarily out- 
patient psychotherapy services, those were not the kinds of services 
that minorities tended to seek. Community support programs were 
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developed primarily for people with severe illnesses, and that cuts 
across all racial groups, and it has made it more available to those 
people. 

Senator Grassley. This will have to be my last question, and I 
did have some specific questions directed toward Dr. Stein and Mr. 
Rogers, so I will probably have to submit those in writing. Before I 
say for sure, though, that we are going to submit them in writing, I 
am going to have staff review to make sure that they have not 
been covered by previous testimony. 

Again, directed to you, Dr Dave, in your statement you alluded 
to the special difficulties caused in the upper Midwest by the farm 
crisis. And of course, I presume you are implying that the re- 
sources, particularly State resources, because of the downturn in 
the economy of the farm States, is squeezed. 

Let me ask you to tell us about stress-related problems in Iowa 
which are related to the farm crisis — and of course, you probably 
would realize that I have had a lot of constituents come and talk to 
me who are very concerned that there are serious negative effects 
on the cohesion and the stability of the farm family. I would say 
we have especially had pointed out to us over a long period of 
time — I do not know whether it can be statistically supported, but 
at least a perception— a large increase in suicides. Could you pro- 
ceed? 

Dr. Dave. Yes, Mr. Chairman. I think that there definitely is an 
impact of the farm crisis. I think that it has shown in an increase 
in the number of patients served by several mental health centers. 
There has been a slight increase in the number of admissions at 
the four State hospitals. And as a matter of fact, one county in 
southwest Iowa did report a rather dramatic increase in the 
number of suicides reported in that particular county. 

I think that we have seen patients who have presented with anx- 
iety, depression, excessive use of alcohol, marital difficulties, be- 
cause of farm stress. We have noted even children who, in the 
recent past, had had the knowledge of security of their family 
roots, sort of, who have suddenly become anxious, have suddenly 
turned to acting out behavior, and there has been an increase in 
the level of anxiety and concern among the children of dislocated 
farmers. 

We in the State of Iowa have tried considerably to alleviate this 
stress, the mental health component of that. We h*»ve started sev- 
eral farm support groups in several centers. The department of 
human services' rural crisis hotline hp i been in effect for several 
months; it is manned 24 hours, around-the-clock, with experts 
available at the other end to counsel distressed farmers. 

We have tried to provide retraining programs for dislocated 
farmers. Just last week, I was at a center where I saw a 55-year-old 
man who is going to an accounting class at Kirkwood Community 
College, and he is extremely anxious, not because h? is going to col 
lege but because he said, as he was telling me, "My brain is not as 
good as it was when I was 18, or 19. I have tl ese 18*, 1ft-, and 20- 
year-olds sitting next to me , who grasp promptly what the teacher 
says, and I just cannot." H< is feeling anxious, he swc*:+s, his heart 
beats faster, and that is his concern. 
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So there are indeed problems that are being shown symptomatic 
cally, and we do have to face them in our State particularly and in 
other rural States. 

Senator Grassley. Because of the vote, 1 am going to thank you 
all for coming. You are the last panel, so the meeting will stand 
adjourned at this point. 

Thank you. 

Mr. Rogers. Thank you, Senator. 

Dr. Stein. Thank you. 

Dr. Dave. Thank you, Senator. 

[Additional material supplied for the record follows:] 
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WHO WE ARE AND WHO WE REPRESENT 

This statement is being presented by Vera Mellen, President of 
the International Association of Psychosocial Services (IAPSRS), 
and Executive Director, The Social Center for Psychiatric 
Rehabilitation, Fairfax, Virginia. 

IAPSRS is composed of agencies and individual members, the vast 
majority in the United States, as well as statewide and regional 
chapters. The purposes of the Association are to help advance 
the role, scope, and quality of services designed to facilitate 
the community readjustment of the psychiatrical ly disabled. 

More specifically, IAPSRS undertakes to establish improved com- 
munications among all levels of personnel active in this field, 
through annual conferences, special workshops and meetings, news- 
letters, a journal, and other channels. It assists agencies and 
practitioners regarding issues of program development, evaluation 
and follow-up procedures, staff utilization and training, manage- 
ment and administration, and improved understanding of the needs 
confronting the psychiatrical ly disabled. Finally, it undertakes 
to serve as spokesman and advocate for the cause of community- 
oriented psychosocial rehabilitation and to provide all necessary 
assistance in assuring that the best interests of all concerned 
sectors— providers of services and consumers alike — are 
effectively maintained. 

WHAT IS PSYCHOSOCIAL REHABILITATION? 

Briefly defined, psychosocial rehabilitation is comprised of 
goal-oriented programs for mentally ill persons which provide 
experiences to improve their abilities to function in the 
community. The philosophy underlying such a program emphasizes 
common sense and practical needs, and usually includes vocaticnal 
and personal adjustment services geared toward the prevention of 
unnecessary hospitalization. The psychosocial rehabilitation 
setting is purposefully informal to reduce the psychological 
distance between staff and members (or clients) as active parti- 
cipants in program planning. Members are continually encouraged 
to assume productive citizenship roles within the psychosocial 
rehabilitation facility and in the broader community, which is 
viewed as an integral part of the total psychosocial rehabilita- 
tion setting. 

HOI. H1NY SDCH PROGRAMS ARE AVAILABLE? 

A partial network of community-b< sed rehabilitation programs for 
the seriously and chronically mentally ill population has devel- 
oped over the last three decades, and chat development h:?s some- 
what accelerated in recent years, as many treatment-O'.iented 
agencies have beaun to include psychosocial rehabilitation 
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services in their programs. At the recommendation of the 
National Institute of Mental Health (NIMH) the U.S. Dept. of 
Health and Human Services contracted with I^PSRS to identify all 
such programs in the United States. The resulting first National 
Directory of Organizations Providing Psychosocial Rehabilitation 
and related Community Support Services in the United States has 
been published recently. It lists (and briefly describes) 985 
local agencies describing themselves as providing such services. 

It is generally recognized that there are between 1.7 million and 
2.4 million seriously and chronically mentally ill adults in the 
United States. 



BARRIERS TO EFFECTIVE COMMUNITY-BASED REHABILITATIVE CARE 

A "^jor problem for making adequate community services available 
to long term mentally ill persons is the hard fact of the bar- 
riers and disincentives against such services which exist in many 
federal programs. Such barr s and disincentives have been 
investigated and reported to egress by the Comptroller 

General ( Returning the Mentis "bled to the Community; 

Government Needs to Do More , 197T), by the President's Commission 
on Mental Health m 1978, and reported to the Secretary of Health 
and Human Services by the Department's Steering Committee on the 
Chronically Mentally 111, in the monumental Toward a National 
Plan for the Chronically Mentally 111 , published in lyau. Tne 
Comptroller General stated in l9/7~TEat "Although the States are 
primarily responsibile for the care and treatment of the mentally 
disabled, many of thes ? problems are attributable to (1) Federal 
programs which provide financial incentives that inhibit the 
appropriate placemen of the mentally disabled and (2) the lack 
of leadership and action by many Federal agencies whose programs 
do, could or should affect community placement." 

Also m 1977, the HEW Task Force on Deinstitutionalization of the 
Mentally Disabled reported "difficulty in financing community- 
based care due to institutional care biases imbedded in the big- 
money Federal programs— Medicaid, Medicare, and SSI; these biases 
impede development of appropriate facilities and services in the 
community...." (quoted in National Plan , page 1-7). 

These barriers and uismcentives have the cumulative effect of 
denying exactly the kinds of community supports for health that 
both experience and researcn have proved to be effective and 
necessary for sucessful reintegration of chronically mentally ill 
individuals in the community. Such community supports must in- 
clude adequate housing, mcore, psychosocial (including 
vocational) rehabilitation, general health care and mental health 
treatment, in a supportive and accepting community. Federal 
programs dealing with these issues generally are either insuffi- 
ciently oriented to the needs of persons with mental illness or 
actively discriminate against them. This fact makes it extremely 
difficult for States and local communities to provide the full 
array of community services needed. 
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The Congress took a major step to remove one barrier to the 
opportunity for many mentally disabled to live comfortably or 
"make it", in the community {the goal of community-based health 
and rehabilitation services) by passing the Social Security 
Disability Benefits Ref orm Act of 1984 (Public Law 95-4€0). The 
Act is intended to help redress and prevent the cruel and 
destructive denial of disability benefits, often with loss of 
Medicaid eligibility, to thousands of severely mentally disabled 
md 1 viduals. 



EFFECTIVE PROGRAMS IN SUPPORT OF CHRONICALLY MENTALLY ILL PEOPLE 

Members of Congress are to be thanked and congratulated for 
continuing a number of important programs having direct impact on 
this population, among them most especially the excellent 
research, training, and service-related programs of the National 
Institute of Mental Health (NIMH). NIMH Director Dr. Shervert 
Prazier will undoubtedly describe these activities anc' their 
significance m his testimony before the Committee. I now wish 
to comment briefly on a small, but for long-term mentally ill 
persons, a vital part of the NIMH, that is, the Community Service 
Systems Branch of the Division of Education and Service Systems 
Liaison. Through its Community Support Program (CSP), this small 
NIMH Branch, initiated in 1977 and currently funded at $10.5 
million, works with states and localities to improve opportuni- 
ties and services for adults with chronic mental illness (such as 
schizophrenia and manic depressive illness). The Branch activi- 
ties related to mentally ill adults include CSP grants, technical 
assistance interagency collaboration, and evaluation services. 
CSP awards and grants have gone to every State, and though the 
amount of funding is small, results have been very significant. 
For only one example, m almost every State the chronically 
mentally ill have been made the priority population foi mental 
health services. The CSP has contriouted in a major w,.y to 
increasing the availability and accessibility of commu nty-based 
rehabilitation and support services to this population Follow- 
ing is a summary of CSP accomplishments in just one State — the 
State of Utah. 

Utah's CSP project was funded effective August 1, 1982. As of 
March, 1985, the following specific outcomes were ident. f led: 
At the grant's inception, day treatment services were provided 
only in the six large mental health centers. At this tiiie, day 
treatment is carried on in all of the catchment areas across the 
state. In 1982. psychosocial rehabilitation progranming was 
available in only one center* As of now, eight centers provide 
psychosocial rehabilitation. 

In 1982, family support groups wei2 active 1 n two catchment 
areas. Today family support groups exist in six of the catchment 
areas. Pt this time, a statewide Utah Alliance for the Mentally 
111 (UAMI) has seven chapters in urban and rural areas of the 
state and all are affiliated with the National Alliance for the 
Mentally 111 (NAMI). All UAMI chapters are now taking an active 
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role in advocacy and have made presentations to individual legis- 
lators and legislative subcommittees. UAMI has elected three 
representatives to serve on the CSP Steering Committee. 

In 1982, consumer self-help groups existed in two catchment 
areas. Today, these groups have expanded to 11 catchment areas. 
Five consumer conferences have been held across the state, 
attended by roughly 100 consumers on each occasion. A statewide 
consumer council has been formed. This council meets to discuss 
such issues as evaluation of mental health services, development 
of the consumer self-help movement, advocacy and public educa- 
tion. The consumer council has elected three representatives to 
serve on the CSP Steering Committee. 

Residential beds in both urban and rural areas of the state have 
increased roughly to 125% since 1982. The entire increase cannot 
be credited to CSP initiatives alone; however, program managers 
across the state feel that CSP technical assistance directly 
influenced a 25% increase in the number of residential beds 
available statewide for the mentally ill. 

In 1983 a Utah CSP Media Development Committee was formed. Prior 
to the CSP project, no formal media group existed. The Media 
Committee publishes a quarterly newsletter, sponsors media and 
mental health workshops to educate mental health professionals 
and advocates in the use of media for public education. The 
Media Committee developed a resource file which was distributed 
to media representatives, legislators, county commissioners, city 
police, and county sheriffs across the state. The resource file 
is updated quarterly with new material. 

The Utah CSP Project maintains a video library, provides speakers 
for special events, and has planned and conducted numerous 
workshops and conferences directed toward the treatment of the 
chronically mentally ill. 

The Utah program is just one of many CSP projects of which IAPSPS 
is aware. Together, these State-operated programs are making a 
substantial contribution to the development of effective and 
accessible systems of health care for chronically mentally ill 
individuals. 



HOMELESSNESS AND MENTAL ILLNESS 

Because homeless mentally ill adults are a sizable and particu- 
larly vulnerable portion of the total homeless population, IAFSRS 
has participated in the creation of the National Leadership 
Coalition on Mental ly 111 Persons Who Are Home less" ! The National 
Mental Health Association is reporting to this Committee in 
detail the legislative recommendations from the Coalition. For 
that reason IAPSRS at this time will simply state our full sup- 
port and endorsement of these legislative recommendations. 
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KENNEDY MENTAL HEALTH PROPOSALS 

We have seen drafts of the mental health bill being developed by 
Senator Kennedy and his staff, and are pleased at the extent to 
which the drafts address some of the most serious barriers to 
effective community-based care for chronically mentally ill indi- 
viduals, we are convinced, on the basis of the drafts we have 
seen, that enactment of such a bill into law would have con- 
structive impact on a number of the barriers outlined above. For 
example, Medicaid would be made consideraly more relevant and 
effective by the provision of case management services for chron- 
ically mentally ill Medicaid-eligible individuals. In the expe- 
rience of those of us who are involved in psychosocial rehabili- 
tation services, case management is an indispensable component of 
a comprehensive community support program and is well described 
in the draft legislation. Passage of such a bill as drafted 
would require Medicaid State plans to provide for community and 
home-based care for Medicaid-eligible chronically mentally ill 
persons, and further, would relate Medicaid reimbursement for 
nursing home care to the meeting of standards for appropriate 
, care for such individuals. The bill makes other needed changes 
in both Medicaid and Medicare, all well designed to remove cer- 
tain widely recognized barriers to quality community-based health 
care for long-term mentally disabled persons. It also makes 
several urgently needed changes in the Supplemental Security 
Income (SSI) program of the Social Security Administration, in- 
cluding the establishment of SSI presumptive disability for six 
months for individuals certified by the State Mental Health 
Agency as chronically mentally ill and about to be discharged 
from an insitution, at imminent risk of institutionalization, or 
homeless and willing to participate in a plan of care. Other 
important provisions of the legislation include needed support 
for comprehensive mental health planning by the States, 
establishing national standards for a community-based care system 
for the chronically mentally ill, and making needed changes to 
permit Federal housing programs to be more appropriately respon- 
sive to the housing needs of this population. 



IAPSRS WISHES TO BE OF ASSISTANCE TC THE COMMITTEE 

On behalf of the members of the International Association of 
Psychosocial Rehabilitation Services, I than* the chairman and 
members of the Committee on Labor and Human Resources for this 
opportunity to present our views on the subject of the Committee 
hearing. We are eager to be of every possible assistance to the 
Committee in order to he^p make quality health caie more access- 
ible to Americans suffering from serious and chronic mental 
illness. 



5 




181 




American 

Ps^hological 

Association 



TESTIMONY OF 
Leonard D. Goodstein, Ph D 
Executive Officer 
The American Psychological Association 

on behalf of 
THE AMERICAN PSYCHOLOGICAL ASSOCIATION 

before the 
UNITED STATES SENATE 
COMMITTEE ON LABOR AND HUMAN RESOURCES 

on the suoject of 
BARRIERS TO HEALTH CARE' MENTAL H* fH 
Services for the Chronically Mentally Disabled 

October 9, 1985 



Honorable Orrin Hatch, Chair 



Washington [ i ?<~%<\ir, / ^ *A 

(202) ^V> /*>(>T' * 'J W 



9 

ERIC 



182 



Br. Chalraan and Meabera of tha Coaaittee, I aa Dr. Leonard D. Goodatain, 
txacutlva Officar of tha Aawrican Faychological Aaaociation. I aa 
rap rasan tins th * 76,000 aaabara of tha Aaaociation and thank you for tha 
opportunity to coaaant on tha iaaua of barriara to aantal haalth cara for tha 
chronically nantally Jiaablad. Ua ara plaaaad to laarn of tha Coaaittee' a 
intaraat in examining tha accaaaibility of coaaunity aantal haalth aarvicaa to 
apacial population!. In our taatiaony, we will focua apaciflcally on exiating 
Federal prograaa for tha chronically aantally diaablad, tha uniqua aantal 
haalth need! of apacial population!, a ayataa of cara aodal for aarvica 
delivery, and tha lapact of financing atructuraa on tha deli vary of aantal 
haalth aarvicaa. 

Paychologiata have alwaya playad a aignificant rola in raaponding to tha 
naada of tha chronically aantally diaablad. In addition to providing 
aaaantial aarvicaa to tha chronically aantally diaablad, paychologiata 
adalmatar twenty aUta aantal haalth aarvica prograaa aa wall aa conduct 
pioneering roeterch and orograa davalopaant afforta. It ahould ba notad that 
paychologiata rapraaent tha najority of doctoral laval ataff aaployed in tha 
ovar 2.OC0 coaaunity aantal haalth cantara acroaa tha country; tha typical 
cantar ataff ia mainly coapriaad of aaatara laval paychologiata and aocial 
workera. Paychological aezvicoa provided in coaaunity aattinga include 
diagnostic aaaastaant, paychotherepy, clinical consultation, criaia 
intervention, coaaunity referral, and prevention and outre! ch aarvicaa. In 
tha eraa of reaea.-ch and progtaa davalopaant, paychologiata ara exaaining tha 
cauaes of aavara aantal diaability and ara actively involved in deaigning and 
aval J! ting new approaches to traditional hoapitel-baaad care and drug therapy, 
which include alliau therapy and aocial learning therapy, for the treataent of 
chronically aantally diaablad paraotia. 
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fedsrsl Suppo rt for Services for the Chronically Mentslly Dissuled 
A careful analysis of brrriere to mental health care for the chronically 
mentslly disabled requires some st tent ion to the evolving relstionship between 
Fedsrsl, stste, and local levela of government. Prior to the enactment of 
Pedsrsl lagialstion suthoriring the estsblishment of community mental heslth 
centers and the Nedicare/Medicaid progrsms, mental health cart for the 
chronically mentally diaabled wss primarily a state responaibility handled 
largely through placement in atate institutions. However, rederal, atate, and 
local governments have been unable, for a variety of -eaaons, to provide the 
continuity of cara required to assimilate the chronically mentally disabled 
Into the community. 

The 1963 Community Mental Health Centers Act created a nationwide network 
of community mental health centera (CMHCa) and constituted the first step 
towsrd promoting s community-baaed system of outpstient cere ss an alternative 
to institutionalization. Despite the relative success of the CMHCs, in the 
esrly 1970s, Congress responded to evidence showing that traditionally 
unserved groups such ss the poor, the elderly, and the chronically mentally 
diaabled remained inadequately a^rveu. A* * result, the number of "eaaential 
••rvices*' to be provided by the centers was incressed, but sufficisnt funding 
did not sccompsny the chenges. However, the crest ion of the CMHCs served to 
•stsbliJh s relstionship between the Federal and local governments in the 
delivery of mental health services. 

The enactment of the Mental Health System* Act in 1980 attempted to add 
ths stste to this psrtnership, by giving ststss the option of contrscting to 
be the sole provider of mental heslth services. In recognition of the unmet 
mental heslth needs of certain populations, the Act added new provisions to 
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encourage th« development of outreach and service programs for th» elderly, 
the chronically men tally diaablad, aeveraly diaturbad youth, and other 
under eerveu population*. Howavor, tha funding laval was far below What would 
ba required to provida coe*>rehaneive aarvicaa for thaaa populations. 

Alcohol and Drua Abuse and Mantel Haalth gffljcjs Slock Cran^. A major 
ahift away from Padaral support for mental haalth programs for apacial 
population! occurred in 1961 with tha craation of tha Alcohol and Drug Jfoise 
and Mantel Haalth Services (ADM) block grant and tha rapaal of tha Hantal 
Haalth Systems Act. Tha Padaral rola in providing a nationwide network of 
community mental haalth centers " ***~eby raducad and tha rola of tha 
individual atataa incraaaad 

Tha mental haalth ahara ot tha ADM block grant ia diatributad primarily to 
community mantal haalth can tar a and ia intandad to provida atataa with graatar 
flexibility; yat tha chronically mantal y diaablad and tha aldarly ara 
daaignatad aa tarvica prioritiaa. Tha block grant serves to raduca government 
bureaucracy, thus giving atataa tha opportunity to pool resources to provida a 
mora comprehensive range of haalth. mantal haalth. and aocial aarvicaa. 
However, atata aevinge from tha blocV grant approach ara not sufficient to 
compensate for tha reduced levela of Padaral funding, a eituation which has 
been compounded by inflation. 

In addition to the ADM block g. ant. other Padaral programs muat be 
conaidarad in an evaluation of currant barrier a to the pro via ion of mantal 
haalth care for tha chronically me.taJiv disabled. Thaaa programs include the 
Community Support Program and tha Clinical Training Program which ara both 
adminietered by the Vstionsl Inatituta of Mantal Health (1IHH). 
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ComranitY Support Proeraai. The Community Support Program (CSV) at tempt a 
to eliminate barriera to mental haalth care by providing g rente to atataa and 
privata nonprofit aganclaa to aatabliah more effective tray a to provide 
coammity mental !ie«lUi aervicea to the chronically mentally diaablod and 
other aericualy underaerved populationa, auch as children, the home lea a, and 
the elderly. The 37 participating atataa and the Federal government agree 
that thia effort haa bean highly eucceaaful. Ue believe that the currant CSV 
modela may be uaeful in determining aoma of the more effective waya to reduce 
barriera to asntal health care at the atate level. 

Clinical Training Program. Thia Program ia tho major eource of funding 
for training in the four core mental health profeaaiona-- paychology , 
paychiatry, accial work and paychiatric nuralng. The program preparea theae 
profeaeiorula to meet the nation 'a mental haalth needa by requiring that 
etudenti receiving a atipend spend one year working in a daeignated ehortage 
area for each year of Federal support. Funding for thia program haa declined 
draatically over the paat decade, but haa stabilized in the peat three yeare 
at about $20 million. However, the Program appeara to be ia jeopardy thia 
year, aince the House Appropriations Committee recommended a funding level of 
only $6 million, aa contraated with the Senate appropriations Committee figure 
of $24 million. Continuation of adequate funding for the Clinical Treining 
Program ia a prerequiaite for ensuring adequate numbere of mental health 
profeaaionala to work with the chronically mentally dieabled and other apeciel 
populations. 
Special Populatlona 

There are many factora which muat be taken into account in a diecuaaion of 
the availability and quality of community aervicea for the chronicelly 
mentally diaabled. .'rat, the poet-war baby boom generetion haa entered the 
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•ge renge «t highest risk for mentsl disorders (i.e., 25 to 45 yeers) and may 
be expected to plsce an undue burden upon existing community mental heelth 
services. Second, we have not been sble to bring lerge numbers of the 
chronically mentally disabled of the growing homeless populetion into the 
existing mentsl heelth system. Third, <#e slso know that there ere unique 
mental heslth needs among those chronicolly mentsl ly disebled Who sre 
children, elderly women, or the homeless, for example. 

Children end Adolescents . According to recent studies, tn estimated three 
million children end edolescents in the United Stetes suffer from severe 
mentel dissbility. Two-thirds of these children era not receiving the 
aarvices they need end many others ere receiving inappropriate or excessively 
restrictive cere. Among children with multiple problems or without supportive 
home environments, even fewer receive cere. 

In response to this situstion, Congress tergeted 101 of the mantel health 
ahare of the $490 million epproprietion for the ADM block grant in FY 65 for 
mentsl heslth services for severely disturbed children and adolescents and for 
unserved erees or underserved populetions. The previous yeer, Congress had 
ssrmerked $1.5 million of CSP funds to establish s new initietive to improve 
mentsl heelth service dslivery systems for severely emotionelly disturbed 
children end sdolescents. The goel of the Child and Adolescent Service System 
Program (CASSP) is to sssist Stetes in developing e comprehensive and 
coordinated system of cere for mentelly disturbed children and youth in 
communities 

The response to the initiel SIKH program announcement for CASSP was 
overwhelming: 44 stetes and territories submitted eppllcetions to compete for 
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the $1.5 ■ill ion. However, fundi were only available to award 10 grant*. 
With tha increased FY 65 appropriation of $3.9 million. HMH vu abla to fund 
an additional 10 or 11 States and territories. 

For the past two years, tha Administration has proposed to eliminate CSV 
with the rationale that the successful CSP demonstration projects could be 
implemented through the ADM block grant. He believe there is .till a strong 
need at tha state level for Federal leadership In designing programs like 
CUSP Which serve as effective models for responding to the needs of 
chronically mentally disabled adults. 

tfgWT)' Th* mental health needs of women was the focus of a joint project 
undertaken two years ago by the American Psychological Association, the women 
•nd Health Boundtable, and the Federation of Organisations for Professional 
Women. The report entitled "A Vational Agenda to Address woman's Mental 
Health Heeds" suggests that chronically mentally disabled woman have different 
•nd more extensive problems than men. For example, chronically mentally 
disabled woman are more likely to be sexually active than man. In tha absence 
of birth control information, this factor may result in substantial numbers of 
unwanted pregnancies. These woman may also be particularly vulnerable to 
sexual assault. The report also noted that for the substantial number of 
these women who have children, life stress may be compounded by the fact that 
their children are also at higher risk for emotional disturbance. Another 
finding that has Implications for devising systems of care is that providers 
often assume that a return to the family is tha best outcome for mentally 
disabled woman, without considering that the family structure itself may have 
significantly contributed to the women's problems. 
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For sll of ths chronically Mentally dissblsd, but especially for women, 
berriere to cere include e range of •concede end eociel problems. One etudy 
of chronic mentel patients found the »vsrsgs monthly income of men to be $220, 
ae coopered to $36 for woman. Additionally, referrele to vocational training 
progress are leee frequent for w o— n , end rehebilitetion programs have been 
found to prepere men to become economic elly productive while reinforcing 
traditions 1 expectetione of "leorned helpleesnsss** for women. Us eleo know 
that in some srsss of the country, the ecercity of ehelter spece for woman 
greeter thsn for men, and intake policiee and regulations for women' e shelters 
ere often more reetrictive. 

Ildsrlr. Us are eleo concerned sbout the svsilsbility of ments 1 haelth 
eervicee to ths sldsrl* chronicslly mentelly dieebled living in the 
community. Whils s recent MIHH etudy found that 11 of 15 statss have 
deeigneted the chronicslly memtelly dieebled ee e priority eervice populstion, 
it is doubtful that eervicee ere reaching the elderly of thie population. 

According to s netionwide survsy of CMHCs conducted thie year by the 
Action Committee to Implement the Kentel Heelth lecommsndstions of the 19tl 
white House Confsrence on Aging, in conjunction with ths American 
Peychologicel Associstion and the Vetional Council of Community Mantel Heelth 
Cent ere, the elderly were found to be eeverely undsrssrved— receiving leee 
than half the level of eervicee that would be expected baaed on their 
percentege of the populstion. This survsy is s two-yssr followup of e eimiler 
one conductsd in 1983 to dstermine the amount of mantel health eervicee being 
delivered to older edulte in the community and the impact of the change in 
Faderel financie) support from ths cstcgoricsl spprosch to the block grant 
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method on euch aarvicaa. The following if • moury of the eurvay findinga: 

o The elderly ere e aavaraly undaraervtd group, receiving only 6% of 
CHHC aarvicaa (the aged coapriee 12.6% of the national population). 

o Thara haa baan a dacraaaa in tha number of apacial aging program* 
dalivarad through CMHCa. 

o Thara haa baan a aignificant dacraaaa in Fadaral aupport for aantal 
haalth cara, Which haa baan only partly coapeneeted for by atata and 
privata aourcaa of aupport. 

o Clinical aarvicaa hava baan raducad. 

o Tha advarae af facta of tha block grant program ara baing fait nationwide. 

Tha raduction in Fadaral aupport and tha changa to tha block grant method 
of funding haa in many atataa ahiftad tha focua foe aarvica to tha chronically 
mentelly diaebled, but not necoeeerily to tha aldarly of thia population. Tha 
Action Committee aurva" citad tha raduction in Fadaral funding and ataff 
raluctanca to work with tha chronically aantal ly diaablad aldarly aa tha major 
impedimente to tha dalivary of aantal haalth aarvicaa to thia population. 
CMHCa idantifiad tha following aa nagativa af facta of tha dacraaaa in Fadaral 
aupport: 1) raduction in tha number of clinical ataff; 2) raduction in 
outraach afforta to inform tha agad of available aarvicaa, 3) fawar auatainad 
cooparativa afforta with aging aarvicaa agancla<; and 4) raduction in 
tranaportation aarvicaa, which in rural araaa haa aade it aora difficult for 
the agad to obtain aantal haalth aarvicaa. 

Hoaelee* . Though not all of the hoaalaaa population ia chronically 
aantal ly diaablad, wa ara conceranad about tha aignificant nuabera Who ara. 
Of tha hoaeleaa population, it ia believed that e greet er proportion of woman 
than man have eerioue paychopethology , Which ia often combined with eubatanca 
abuee. The chronically aantal ly diaablad hoaelaee, ee wall ee other* with 
chronic diaebilitiee, require auch mora than long-term aentel haalth cere. 
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Basic nod- such ss shelter, food, Income ma inter ance, and legal servicea must 
be tied to bee 1th and mantel health cere. All of the above have imolicetione 
for appropriate caaa management and the need for systematic outreech to the 
underaerved . And, vc atill need mer nanisms for increasing community awareness 
and acceptance of the chronically Mentally disabled homeleee to ensure 
available housing in locations t»iat are aafa and convenient to gain acceaa to 
services 

The Americen Paychological Aaaociation in conjunction with 16 other 

national org enizst ions tupporta tre amendments to H.E. 1, the Housing 

■authorization bill, that st tempts to redraaa some of the urgent services and 

tranaitionel houeing problems that face the chronically mentally diaabled and 

homeleee individuele. The coalition alao advocatea that Congreaa adopt a 

range of lagieletiva propoaala to meet the needa of the homeleee populetion. 

Theae propoeele include: 

o the eatabliahment of a category of presumptive dieebility in the Sociel 
Security Adminis tret ion (SSA) for seriously and chronicelly mentally 
diaabled pereona being discharged from state institutions to ensure 
that Sociel Security benefits ere psysble upon discharge, and mends ting 
outreech by SSA staff to potent is 1 recipients in emergency shelters; 

o the extension of SSI eligibility for shelter residents up to 12 months; 

o the funding of state planning initiatives to identify and plan for needed 
eervices for homeless chronicelly mentally dieebled individuele; 

o the initietion of demonetretion projecte through WDSH to serve homeleee 
mentally dieebled persons; and 

o the expansion of reeeerch into the ceueee of horns leeeneee, the 
demogrephice of this populetion, and their service needs. 

The cos lit ion looks forward to discussing these and other poeeible reforms 

with the memoers of the Committee in upcoming weeks. 

The "System of Care" Mo dal for garvlce Delivery 

The chronicelly mantel ly dieebled, whether children or edulte, require e 

range of ege-eppropriete mantel heelth services et verying levele of 
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intensity. Tha primary goal of tha aarvlca ayatea la to provide appropriate 
eervicee to eech client in the leeet reetrictive twivironment . The term 
"appropriate aarvicaa" refere to thoae aenricee that ere eeeentiel to enable 
the individual to progreae in the development of eppropriete behavior end 
independent living akille, end to move fro* more reetrictive to leee 
reetrictive eettinge. 

The moat central component of thie model ie the availability of a range of 
reeidentiel end non aidentiel mental haelth eervicee. Raaidential eervicee 
include eupervieed apartment or monitored independent living, therapeutic 
homea, reeidentiel treatment, or inpetient cere. Vonreeidentiel eervicee 
lncli.de outpatient or dey treatment, diegnoetic aarvlca j, crieie 
intervention, home-baaed cere, support end respite eervicee for f ami lias, 
consultation end education, life akille training (including pre-vocetionel end 
vocational preparation) end cee' management. 

The other key component a of en effective aentel heelth aarvica eyetem 
include: (l) linkage* among the verioue component a within tha syatem; (2) 
sccsss to s full continuum of care; (3) flexibility in funding end 
dacia ion-making to allow the movement of Individual* through tha ayetem ae 
thair needs change; end (4) reeponeive management etructuraa that allow for 
ehlfte in funde end eteff. Moreover, ainca the multiple neede of the 
chronically mentally diaebled population inveriebly require the intervention 
of other egenciei end eyetems, it ia critical that eervicee be well 
coordinated to reduce f ragmentetion end the leee frequent duplication of 
aarvicae. 

Tha American Paychologicel Associstion encouragee the Committse to explore 
how the eyetems of csre model cen be epplied to the chronically mentally 
diaebled We ere particularly concerned about tha influence of Fadaral 
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f inane ins etructuree such Medicare and Medics id (Which focus hesvily on 
hospitsl csre and minimally provide for spproprists outpsti-it csrs) on the 
devel op s * nt of ijitMi of csre. 
Flnsnclna Structures »■ «n Impediment to Services 




Public md Private Financing, and Co— mmltv Cars Ths financing Mchinim 
for mantel heelth exert • eitnificant influanca on ths sxtent to Which 
eervicss sre svsilsbls to psrsons Who nssd them. Ths verioue Federel and 
rederel-etete mental heelth initiatives of tha pest ssvsrsl dscsdss to provide 
services for tha chronically mentelly dieebled have suffsred a function of 
tha growing cost* of cara coup lad with decreeeed Federel support. Tha public 
and privete financing mechanisms for ssrvice delivery to thie population ara 
further impedimente to levele and epproprieteneee of cara. 

Cere for the treetment of mentel and nervous disordsrs wt« historically 
laft to tha family. Todsy, privste hoelth inauranca and stats and Fodereliy 
funded programs drivs tha I.ssltii cara system. Ua have moved away from 
inetitutionelizetion to community- beted cere in ^rectice, but reimbureement 
me ( ,hsnismi continue to fevor hospitelizetion. Thie dieperity ie e significant 
barrier to care. 

Both public and privete ineurence plane limit covsrsgs for mantel heelth 
cere. With retpect to Nedicsrs, tha focue ij on acuta hospitsl-bssed cere, 
yet includes en inpetient benefit for mental and nervoue dieotdere of only 190 
deye per lifetime, Recent sstimatss from tha Heelth Cere Financing 
Adminietretion suggsst that lees than IX of tha Medicare beneficieriee exceed 
the currant lifetime limit and that approximately 21 would exceed e 60 dey per 
yeer limit. Despite theee smell psrcsntsgss, this limit is unaccepteble, 
eince there ere eome persons such ss the chronicelly mentelly dieebled Whoee 
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ne+da will exceed the (0 day limit. Another unfortunate conaaquanca of thia 
policy la that ainca tha limit appliaa only to oavchlatric hospitals, it 
ignores tha othar aattinga, such aa skilled nu rains facilitia* (SlTa) and 
intermediate car* facilitiaa UCFe). which traat conaidarabla numbers of tha 
aged and mentally dieobled. The Mtad outpatient banafit rf $500.00 par 
yamr with a 50/50 copayment ia like* lee a barriar to cara. Typically, thia 
providaa for 10 viaita to a privata practitionar'a offica or to * clinic. 
Thia laval of covorego for tha chronically mentally diaablad ia patantly 
inadequate. 

In addition to outright limita on aarvicaa or reimbureemente, both 
Medicare and Hadicaid hava aavara limita on both locua of cara and on 
profaaaional providara. For inatanca, naarly all atataa conatrua tha Padaral 
requirement that Medicaid aarvicaa ba "medicslly nocoeeery" aa maaning that 
thay muat ba providad undar tha authority and auparviaion of phyaiciana, 
rathar than indapandantly by licanaad nonphyaician mantal haalth prof aaaionala 
(l.a., paychologiata, aocial workara, and psychiatric nuraaa). 

Unfortunately, the private aactor haa followed tha model provided by the 
Padaral government. Private insurance coverage for tha treatment of mental 
and narvoua dijordera ia, on tha average, juat aa limited aa in public plana. 
Copeymenta are generally 50/50 inataad of the 80/20 commonly found for other 
haalth care. And without exception, there are uaa or dollar limita on 
reimbursement. A recant atudy of 300 privata aactor plana reported that over 
30% of the plana had benefit leva la for both tha inpatient and outpatiant 
traetment of mental diaordera at a lower level than benafita for other typea 
of haalth care, learly 60% of the plana had aimilar inpatient benefit lavala 
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for tlM treatment of health and mantel haalth conditions, however, these plana 
offered leee coverege for the outpetient treatment of mentsl ho 1th conditions 
ea compered to other health condition*. 

Public f inane In* end Eeeidentlel Cera . The consequences of the Medic ere 
limitation! on type end piece of cere promote the coitly end inappropriete use 
of elternatlve services and fscilitiss. Also, Medic ere impproprietely defere 
to the Medicaid progress for csrtsin long-term csrs nerds of the older 
populstion, including thoss with chronic mentsl dieebilities. In this regerd, 
Medicere recognizes only hospitsls ss institutionsl provi re for mental 
health care end deniaa payment to skilled nursing fscilitiss (SaTs) for thia 
care. Thus, this method of financing creates e significent berrier for 
beneflcieriee who ere in nursing homes rether than hospitsls. 

The long end debilitating courss of mei.y chronic diseesss, which often 
Includes csrtsin mantel heelth problems, leads to the eventual placement of 
many elderly petieits in nursing homea— intermediate cere fecilitiee (ICFS) 
end ekilled nursing fscilitiss (SaTs). Medicare coverege for nureing homei ie 
restrictsd to the SWT setting vith many benefit limitationa. When the 
criterie ere met, e totel of 100 deye of nursing home reimbursement ia 
provided; $50 per dey co-payment is retired between the 21at end the lOOth 
dsy. After these benefits ere exhausted, the petient suet either make 
pereonel peymente (which account for 44% of ell nureing home paymente), rely 
on privete long-term cere insurance (lees than IX of sll nursing home peymente 
ere from privete heelth insurance eources), be diecharged to the cere of 
femily or friends, or, if Mediceid coverege ie eveileble, "spend down" to emet 
Hediceid criterie. The extended couree of many chronic conditions, including 
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mental dieorders, experienced by the elderly increases the likelihood that 
patients will exhaust their personal resources and be com dependent on state 
Medicaid progress. At leaat one -ha If of Medicaid nu rains nome recipients Mere 
not initially poor upon entering the institutional sstting, but had to "spend 
down" to meet stats Medicaid eligibility lav. la. Medicaid's feilura to 
eddreaa the long-tan cere needa of our nation's elderly will continue to 
"pauperize" petienta with chronic diaordera. 

Intermediate Csrs Fecilitie- (ICFs) ers e sore typicel nursing home 
setting for the Majority of elderly persons with chronic conditions requiring 
long-tare cere. Although it ia not covered by Medicare, most states have 
T>ted to offer some type of ICf reimbursement through their Hediceid 
programs— despite the leek of e Federal mandate. Medicaid, by default, 
providaa p.yment for some of the long-ten cere aarvicea neglected by the 
Medicare program. Once plecement is located in an ICF, an elderly resident 
with e mentel disorder is very likely to be et risk for receiving 
Inappropriete treatment. This phenomenon results from Federel policy which 
discourages treatment for mantel diagnosis by denying reimbursement to 
fecllitiaa cleaaified ea inatitutiona for mental dieeasss (IMD) . 

The Hediceid atatuta axpreaaly forbida reimbursement for "cere or services 
for any individual who has not atteined 65 years of age and who ie e tient 
in an inatitution for mantel diaaeaa (IMD)." Current Hediceid "Ouidslinae" 
define an IMD aa a facility with a dieproportionate share of its petiente 
(i.e., over 50%) with mantel disorders. Once designated ea an IMD. Hediceid 
denies reimbursement for residents between the agea of 21 and 65. As a 
consequence, many nursing home administrators ere reluctant to admit reaidenta 
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of any sgs with eentsl disorders --or alt label these rssidsnts with physical 
disgnosee— so ss not to chsrscterire their facility aa one caring for the 
mentelly ill. As a rseult, only around 5% of nursing hones residents with 
disgnoses of awmtal disordsrs recilve any mentsl Ueslth care. 

Msdicsid ia the lsrges* airgle source of financing for nuraing home care, 
representing ovar 40% of all nurainc hone psyments (a total of $13.2 billion 
in FY 1982). It has been estimated that aa many aa one-half of the nation's 
nuraing hone raaidanta have mantel dieorders; the care of these raaldents 
account* for elmoat $16 billion par year. 

another barrier to appropriate mental heelth treatment for nuraing home 
realdenta ia that neither redcral certification procedures for 
Medicare /Medicaid nor stste licensure lsw* require that nursing homes provide 
mantel health care whan it ia indicated. The Medicaid program ahould 
eatabliah stendsrds for appropriate care and treatment of the chronically 
mentally diaebled eldarly in nuraing homes. Medicsld should slso mandate 
mental health care to realdant^ with mental dlegnoaes for thoae participating 
facilities Further, the Medicare atatute ahould require the certification of 
SIT a to provide inpatient mantel health aarvices ao residents with mental 
diaordera could receive direct care 

Thank you for the opportunity to testify on behalf of the Americen 
Paychological Asaociation on the subject of community services for the 
chronics lly mentslly dieebled. If we can be of any further aaaiatance to the 
Committee, plesse cell upon us. 



Senator Grassley. The hearing is now adjourned. 
[Whereupon, at 11 43 a m , the committee was adjourned ] 
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